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HOME HEALTH CARE FOR CHRONICALLY ILL 

CHILDREN 



TUESDAY, JUNE 18, 1985 

U.S. Senate, 
Committee on Labor and Human Resources, 

Washington, DC. 

The committee met, pursuant to notice, at 9:20 a.m., in room SD- 
430, Dirksen Senate Office Building, Senator Orrin Hatch (chair- 
man of the committee) presiding. 

Present: Senators Hatch, Kennedy, Thurmond, Metzenbaum, 
Dodd, Nickles, Pell, Hawkins, and Grassley. 

OPENING STATEMENT OF SENATOR HATCH 

The Chairman. If we could, we would call the committee to at- 
tention. We will call the Labor and Human Resources Committee 
to attention. Before we begin, we would appreciate it very much if 
people will not smoke during this hearing. We have young children 
on oxygen in this room and so we are going to ask our police to 
make sure that nobody smokes while we are in this room. 

We are happy to have you all here today, and we are certainly 
happy to have our guests and our witnesses here today. Today, we 
are holding a full Labor and Human Resources Committee hearing 
devoted to home health for chronically ill children. 

Imagine with me, if you will, a little girl born prematurely 
weighing only 2 pounds, 3 ounces, but with no other significant 
medical problems. She is allowed to leave the hospital after 2 
months, but is readmitted with viral encephalitis some 4 months 
later. 

During the next 3 years, she fights the devastating after effects 
of this debilitating respiratory disease. Unfortunately, when her 
doctors prepare to release her from the hospital, her family discov- 
ers that Medicaid will not cover the cost of her home health care. 

Does it seem to you that this child would be better off confined to 
a hospital without her family and friends, or would this child be 
better off at home with the same quality care being provided by 
the family she loves at a savings of about $30,000 per year to the 
taxpayers, or at least to whomever? I think the answer is obvious. 

In an effort to restrain public health expenditures, too often the 
Federal Government has been short-sighted, failing to recognize 
the obvious cost savings which could result if we strengthened re- 
imbursement policies for home care. 

For children who are dependent on respirators for breathing, 
home care could save as much as $30,000 per year per patient. For 

(l) 
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children with even more complicated problems, there are estimates 
of even greater cost savings. For example, for a child requiring in- 
tensive care in a hospital, the costs may be $250,000 per year from 
a team care standpoint. 

Team care in the home setting for the same youngster might cost 
approximately $60,000 per year, or only 20 percent of the hospital 
cost. Results like these have not been routinely attainable because 
of obstacles encountered under standard reimbursement policies. 
However, times are changing. 

One of the first examples of the more enlightened approach oc- 
curred in 1981 when President Reagan helped to clear a Medicaid 
waiver for Katie Beckett, followed by the President's personal en- 
dorsement of home health care. 

Katie if here with us today and we will hear more about the way 
this Medicaid waiver has made it possible for Katie and her family 
to be together, sh ring their day-to-day life, along with the very 
special joy of Katie's care. The now famous Katie Beckett waiver 
was a step in the right direction, but more needs to be done, and 
that is what this hearing is all about. 

I am a committed advocate for improved home and community- 
based care— a system that does make it possible for citizens to 
obtain the help they need to stay in the comfort and the security of 
their own homes. 

I recently introduced the home health care block grant of 1985, 
S. 1181, to assist the elderly ^i achieving this goal. Today, though, 
we will not limit ourselves to this legislation, but focus on what is 
happening to a smaller, very critical segment of our population— 
our children. 

Infants and children who suffer from serious, chronic medical 
problems that require sophisticated medical care are all too often 
trapped within institutions. They are trapped not because the care 
they need cannot be provided at home, but because reimbursement 
through public and private insurance makes it impossible for them 
to obtain the services they need at home. 

I am aware of the arguments, pro and con, regarding the cost of 
home care. I have had many occasions to listen to individuals con- 
cerned with this issue, both advocates and opponents. And this 
hearing gives us an opportunity to learn about what has worked, 
what holds promise for the future, and what we might do in Con- 
gress to improve the lot o* some of our most precious citizens. 

I am amazed at the courage and cheerfulness of most of the 
youngsters I have met. They put up with what seems like an un- 
bearable burden; yet, they greet each day with enthusiasm. This 
courage can be fostered and maintained when they are in the nur- 
turing, nourishing environment of their own homes. 

Now, I am pleased to welcome our witnesses with us today, the 
children and their families with their informed perspective— Katie 
Beckett and her mother, Mrs. Julie Beckett, who can tell us what 
has happened since they got the ball rolling, with the help of Presi- 
dent Reagan; and representatives of the administration. These 
folks are going to inform us of current reimbursement policies and 
research related to horn a health care for children, and we look for- 
ward to having them all here today, along with Susan Sullivan, 
whom we very happily welcome to the committee 
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We will turn to Senator Metzenbaum at this time. 

Senator Metzenbaum. Mr. Chairman, first I want to commend 
you on holding this hearirg and indicating your concern. It is quite 
obvious that what you were saying met with the approval of the 
children because I could hear several of them out there cheering 
you jn while you were speaking. [Laughter.] 

I know of no hearing or no subject that concerns me more than 
this one, and I am hopeful that we can work together legislatively 
to solve some of the problems that face these families that meet 
such an overwhelming challenge. 

The testimony we mil be hearing today, I am confident, will be a 
moving reminder of the needs of our chronically i!l or handicapped 
children, and I trust that it will move us *o prompt action in over- 
coming the barriers to the kind of health care that would best meet 
those needs. 

The Beckett family is to be congratulated for having pioneered in 
overcoming one of those barriers, and I am particularly pleased to 
see them here this morning. I am looking forward to hearing their 
testimony on the Katie Beckett Medicaid waiver, which certainly 
appears to be a model for sensible and cost-effective adaptation and 
use of health care resources. 

Their experience — and it oftentimes takes the experience of a 
living example of an individual-— dramatizes the need to combine 
bureaucratic regulations with sensitivity and common sense, which 
we all know is in no way common. 

Most often, the patient prefers home care, and understandably 
so, and oo does the family. Common sense, experience, and even re- 
search tells us that institutionalization is not the most effective so- 
lution for children requiring long-term health care, just as it is not 
the most effective solution for any chronically ill or handicapped 
person, whatever the age. 

I have not hesitated to speak out and indicate my concern about 
those senior citizens afflicted with Alzheimers. The health prob- 
lems of the children and the health problems of our aged are seri- 
ous and diverse. 

It has been estimated that 1 to 2.8 million children have handi- 
cap conditions sufficiently severe to limit their daily activities sig- 
nificantly. These are brave children, and their parents are even 
more brave. We appreciate their courage in being here to help us 
understand the difficult handicaps they must battle. It is a battle 
against odds so great that our help is absolutely essential. 

The prophet Isaiah spoke of peace when he said, "and a little 
child shall lead them." Today, we speak of health, and I believe the 
children here today sliall lead us to better understanding and to 
action based on that better understanding. 

I want to say that I am grateful to the chairman for having set 
up the hearing and for leading us on this subject. I am particularly 
grateful to the parents who are with us here today and their chil- 
dren because they provide a living example, a very dramatic exam- 
ple of why we in the Congress have an obligation to act. We will 
not let you down. 

The Chairman. Thank you, Senator Metzenbaum. 

We will turn to Senator Thurmond at this time. 

Senator Thurmond. Thank you, Mr. Chairman. 
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Mr. Chairman, it is a pleasure to receive testimony this morning 
on an issue in which I have a very special interest As the father of 
four healthy young children, I am constantly reminded of how 
blessed Nancy and I have been, and we are eternally thankful. 
When any of our children get sick or become injured in their recre- 
ational activities, there is nothing more important than to ensure 
their health needs are met 

We are lucky that their health problems are relatively minor in 
nature and occur infrequently. Many children do not share this 
good fortune. Today, nearly 4 percent of the children in our coun- 
try are chronically ill. The lives of their parents revolve around the 
special health needs these children constantly require. No greater 
love can be shown than the courage these parents and children 
demonstrate in their daily ability to deal with such xvbjot health 
problems. 

The children that are here today are beautiful. They have life 
and they have a future. Advancements in medical technology have 
enabled them to live at home with their parents. The quality of 
their lives has been improved because they do not have to live in a 
hospital. 

Millions of dollars in medical expenses have been incurred in the 
few years these children have been alive. Most of these expenses 
are in-patient hospitalization charges. Home health care is much 
1 ess expensive than in-patient care. 

Unfortunately, most health insurance programs which are read- 
ily available focus the r coverage on hospitalization. These parents 
are more fortunate than others with chronically ill children. At 
least they have been able to obtain medical insurance coverage 
which allows their children to live at home. 

I would like to thank the lovely Ms. Sullivan, the parents, the 
children, the medical providers and the Government Administra- 
tors who have given unselfishly of their lives to come here today 
and increase public awareness on this very important issue. 

I hope that this hearing will make elected officials, insurance 
providers, and health care providers throughout the country more 
aware of this problem. Hopefully, a solution can be achieved which 
would reduce health care costs and provide for the special needs of 
chronically ill children in a home environment. 

Because of my responsibilities as the chairman of the Judiciary 
Committee, scheduling conflicts prohibit my attendance for the full 
hearing today. However, I look forward to reviewing the testimony 
presented by these fine witnesses. 

Thank you, Mr. Chairman. 

The Chairman. Well, thank you. Mr. Chairman. 

Senator Kennedy. 

Senator Kennedy. Thank you very much, Mr. Chairman, and I 
too want to express my appreciation to you for holding these hear- 
ings this morning. I would like to submit my statement in the 
record as if read. 

The Chairman. Without objection. 

Senator Kennedy. I want to just nr&ke a very brief comment. I 
first of all want to express my appreciation to th. ^ arents joining 
with us here today and their children. I think it is extremely diffi- 
cult for parents to talk about the illnesses of their children. For 
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some reason, I think all of us like to keep those kinds of matters 
personal, and it is understandable. 

But I think it is important for them to know how important their 
experience is to us here in the Senate, talking about matters which 
not only affect their children, but which are replicated all over this 
country. 

There is a crying need for leadership. I think it is common sense 
that, when it is medically appropriate, a child ought to remain 
home. There are circumstances where that is not possible, but in 
the broad range of homes in this country, that is something which 
clearly is in the child's interest, and if it is medically suitable, that 
is where the child ought to be, getting the support and the care 
and the love and the affection of the family and all of the kinds of 
support that can be provided for that child. 

J am sure, as we are going u> hear this morning, it can be done 
at a lot less cost, a lot less cost, in terms of the families and in 
terms of whatever the systems are that are providing financial aid 
and assistance. 

We know that those kinds of inhibitions in keeping children in 
institutions are the direct result of a wide variety of programs- 
Federal programs, State, and private insurance. And we can here 
in the Senate make a significant difference in terms of the Federal 
programs, particularly in the Medicaid Program and other Federal 
programs— the OHAMPUS programs, the Federal health insurance 
programs. 

We in the Senate can make reouirements that States are re- 
quired in their eligibility programs" for Federal funding that they 
are going to provide this kind of service for children to remain at 
home. And by this kind of leadership, we can lead, hopefully, the 
States and we can lead the private sector in this extremely impor- 
tant area of public policy. 

I start these hearings with that as a hope and as an objective, 
and look forward to working with our colleagues to eee if we 
cannot achieve th?t. T wan,^ to thank all of you once again for join- 
ing with us. 

[The prepared statement of Senator Kennedy follows:] 
Prepared Statement of Senator Edward M Kennedy 

I am pleased to be here today for our hearing on heme care for chronically ill 
children. This is a vitally important topic and one that deserves real commitment 
from our Nation's policymakers. I have worked closely with Senator Hatch on the 
development of these hearings and I am delighted he has made this topic a priority 
for our committee. 

The record is clear that it is often a human and financial disaster to institutional- 
ize children when home care is safe, effective, and clearly desired by the children 
and their families. Both public and private reimbursement policies, however, have 
too often dictated that home care will be denied even in cases where the same care 
would be covered in a hospital or other institution. 

That policy is sometimes justified on the grounds that health care dollars should 
be reserved only for those who truly need that care. Services in the home, it is 
argued, are usually for less acutely ill persons, ard the availability of public or pri- 
vate insurance would displace current contributions families make out of their own 
resources. 

I am skeptical of the validity of that justification in any context, but whatever its 
general validity, it is clearly not applicable to the population of children needing 
intensive medical services that we are discussing today. Indeed, these seriously ill 
children have far too often been victimized by that p* ' 



ERLC 



10 




6 



Although these children ' eed critical and complex medical therapies, it is now 
possible to provide that care in the home. Home is where children belong, and a 
policy that keeps children in their homes should be the priority of our Committee 
and all public policymakers. 

There are children here today who would have spent their entire lives in hospitals 
or skilled nursing facilities except for the courageous and unceasing advocacy of 
their parents and health professionals caring for them. These children have won a 
reprieve. We must act to assure the same care for all chronically ill children. 

Without assistance, there is no family that can afford the care or provide the su- 
pervision and case management necessary to sustain children at home with these 
complex conditions. Federal policy to assure the availability of the services our fam- 
ilies and children need is imperative. 

There are children here today who nave saved literally hundreds of thousands of 
dollars of public money by returning to the loving home environments that only 
their families can supply. In order to provide that loving care, families have been 
forced by backward, antiquated public and private policies to make unnecessary sac- 
rifices. 

The families here today have pledged their energies, and their full time commit- 
ment to care for their children at home. This has sometimes necessitated job 
changes, moving from one state to another, and enlisting the help of neighbors, com- 
munity resources, and relatives to ensure an environment where their child can live 
and prosper. 

The burdens of having a severely ill child are difficult enough without the obsta- 
cles posed by backward, antiquated, public and private health policies. No family 
should have to move in order to get appropriate insurance coverage. No family 
should have to undergo lengthy struggles with public and private bureaucracies to 
get the care their child need. And most of all, no family should be forced to relin- 
quish the care of theiz child to a medical institution when that child could be cared 
for at home. 

We need to move quickly to assure that the progress made by the individuals here 
today can be made available to all children in institutions who could, iath appropri- 
ate services and insurance coverage, be at home with theu families. 

Policy formula <ed from the testimony of the expert witnesses and ha-oic families 
here today can i avG public dollars, can protect and sustain invaluable family re- 
sources, and can i ring childre i home. 

The future work of our committee must be focused on a program that will develop 
and make available a coordinated program of community based services for severely 
ill children. I look forward to the dialogue during this hearing which will guide us 
in developing the best possible home care service for severely ill children. 

The Chairman. Well, thank you, Senator Kennedy. 

We are pleased to welcome this morning four panels of witnesses 
who will provide us with their views and experiences regarding pe- 
diatric home health care. Our first witness will be Ms. Susan Sulli- 
van, a highly accomplished actress who has pleased millions of 
Americans every week, and I think people all over the world, as 
Maggie Giaberti in the popular series "Falcon Crest." 

I might add that Elaine and I are very upset at your husband 
right now. [Laughter.] 

Ms. Sullivan is also a respected advocate for home health care, 
and so we are really pleased to have you here. We appreciate you 
taking time out of what we know is a very busy schedule to come 
and share your views with us, so we are grateful. 

We will also hear, after Ms. Sullivan, from M*?. Karen Buckholtz, 
Ms. Angela Bachschmidt, and Ms. Patty Cook, vhose children are 
all currently receiving home care. We want to thank all of you for 
coming. It means a great deal to us aid a great deal to what we 
are trying to do. 

We are pleased to take your testimony at this time, Ms. Sullivan. 
Again, thanks for coming. 
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STATEMENT OF SUSAN SULLIVAN, MEMBER, BOARD OF TRUST- 
EES, FOUNDATION FOR HOSPICE AND HOME CARE; KAREN 
BUCXHOLTZ, PASADENA, MD; ANGELA AND MICHAEL 
BACHSCHMIDT, WASHINGTON, DC; AND KEVIN AND PATTY 
COOK, BOSTON, MA 

Ms. Sullivan, fhank you. I am afraid I am going to be a little 
redundant. It seems that you gentlemen have sort of summed up 
what I am going to say. As an actor, that makes me nervous; I hate 
to sort of repeat myself. 

But for the record, my name is Susan Sullivan. I am here today 
as a member of the board of trustees and as spokesperson for the 
Hospice Organization. I became involved with hospice when my 
father died of cancer. He died at home. 

My family, and indeed my father when told that he was going to 
be going home— our initial response was fear. It just seemed iike a 
new idea to us. If you were sick, then you should be in the hospital. 
And I cannot tell you how much it meant for my father and for us 
as a family to have him home and to spend those last months of his 
life together in a way that we never could have simply experienced 
in a hospital. 

Now, these children that you see before you— they are wonderful, 
by the way; I have spent a little time with them— have been hosoi- 
talized most of their lives. They were born and raised in rooms vir- 
tually without windows. Their playmates have been other sick chil- 
dren and nurses and doctors. 

Today, these children, led by the very brave little Katie Beckett 
and her extraordinary mother— and all of these parents are to take 
your breath away; they are so wonderful. These children are now 
being cared for at home in a way that most children simply take 
for granted. And yet there are millions more who are not being 
given this simple advantage. 

Ten million chronically ill children in this country— somewhere 
between 1 and 2 million of them are as severely impaired as the 
children you see before you today. They have conditions most of us 
have heard about, but few of us understand— spina bifida, sickle- 
cell anemia, cystic fibrosis, muscular dystrophy, nemophilia, leuke- 
mia, chronic kidney disease, severe asthma, birth defects. It i3 not 
easy. 

What these 10 million children have in common is chronic ill- 
ness, which may or may net be life-threatening, but which is 
almost always lifelong. Unlike moat childhood diseases which are 
brief and predictable, these conditions and the costs for caring for 
them extend over a long period of time. 

Now, what they also have in common is technology. Modern 
technology has *:ept them alive; the same technology made their 
lives possible. Now, largely beca.ise of technology, many infants 
now survive who simply would not have a few short years ago. 

Largely because of this technology, the number of chronically ill 
children in our society has doubled in the last 25 years, from about 
2 percent to about 4 percent. The children you see before you, 
though chronically ill and severely handicapped, have a future. 
They have something most of us can recognize and identify with as 
a reasonably normal life, and I can attest to that. 
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Brandon— hi, Brandon. That is Brandon down there, the little 
guv with the great smile who has one of my earrings. [Laughter.] 
Ms. Sullivan. That is all right, Brandon. 

Brandon ran up a hospital bill of half a million dollars before he 
came home. His total health bill probably approaches $1 million 
over the 3 years of his life. He was a premature baby. He was in- 
jured as the doctors labored to save his life and, as a result, he 
needs some assistance breathing. But he is setting better. You 
should see him climb up and down those stairs; he is extraordinary. 
And there is reason to believe he will outgrow his dependence. 

Now, Robert — Robert is this little guy back here — has surprised 
everybody, with the exception of his parents, I assure you, by talk- 
ing when he came home. You know, i think this is really one of the 
most important things. These children do so much better at home; 
they really flourish. 

He has a rare muscle disease. He needs some help sitting. He 
cannot feed himself or breathe without the help of a ventilator, but 
he kissed me; I swear to God. 

Erin, sitting behind me — where is Erin? She is all the way back 
there, OK. She has generated more than $2 million in medical bills 
in her 5% years of life, and yet with monitoring, she goes to school, 
she takes ballet lessons, and leads a nearly normal life. 

These are truly the million-dollar babies. They are fortunate to 
be alive; they ar? doubly blessed to have parents who understand 
the importance of family and are willing to sacrifice to keep it 
whole. 

David— David is here somewhere; he is Brandon's dad — had to 
change jobs in order to get the kind of medical coverage his son 
needed. Karen, his mother, has delayed returning to nursing school 
to be by his side. 

Robert's family has endured relocation three times in order to 
find a State where their son could receive the care he needs. Now, 
that is three moves, three different States, three different jobs, 
three different schools for the other two children. 

Erin's parents have gone through three insurance companies to 
provide the services that she needs. Through it all, her mother per- 
severed and somehow found the strength to seek out others in simi- 
lar circumstances and help bring them home. 

Now, for each of these children, there are hundreds of others not 
so fortunate. Hundreds, maybe thousands, of children now hospital- 
ized could be cared for at home if a determined effort were made. 

Here is the big surprise: The biggest obstacle, as any of these 
parents can tell you, is funding. Our existing system is a patch- 
work of programs and it is very easy for something as fragile as a 
child to fall through the cracks. 

Insurance programs are limited and are focused on hospitaliza- 
tion. Chronic illness requiring home care is treated as an exception 
to policy. The programs respond to need for home care only on 
demand. Federal and State programs are similarly limited. 

Benefits and eligibility vary from State to State. At the moment, 
for example, there are tr'o children in Children's Hospital in 
Washington who could be cared for at home and indeed who would 
be cared for at home if they lived in the other two States, not 
Maryland, which refuses to cover them for nursing care. If Mary- 
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land covered them, their nursing care would be reduced by two- 
thirds. 

You know, some people have suggested that the technology that 
makes many of these lives possible has gotten out of hand, and 
they raise a very difficult ethical and philosophical problem and I 
think they miss the point. 

The point is that the technology is here and, more importantly, 
the children are here. And given that fundamental fact, our obliga- 
tion is to see to the quality of their lives and to let them livesas 
normal an existence as possible, and that simply cannot happen in 
a hospital, and it is not necessary. 

The same technology that makes their lives viable and has been 
perfected to the point where they can be cared for at home and 
can, in fact, be right here in this room with us makes the differ* 
ence. So, you see, the policy has not kept up with the technology. 

What these children need is a systematic program that recog- 
nizes their needs — a system that is flexible enough to adapt to the 
uniqueness of each situation and provide the assistance necessary. 

The fact that the necessary care can be delivered at home at a 
fraction of the cost is a welcome dividend, allowing us to extend 
the care needed to greater numbers without increasing the cost, 
and I hope that was not too technical. 

I thank you very much, Mr. Chairman, for allowing me to be 
here and to speak, and I want to thank the committee for their 
continued interest in the chronically ill child. You know, in this 
very extraordinary country of ours, with such a wealth of land and 
such a wealth of industry and such a great generosity of spirit, 
where people are raising billions of dollars to feed the starving 
children of the world, certainly we are not going to turn our back 
on the millions of chronically ill children in our midst. 

Together, we can give them a more meaningful life. All it takes 
is a recognition of the magnitude of the problem and then the will 
to do something about it, and I know you have that. I mean, ju^ 
look at your faces. 

Thank you very much. 

[The prepared statement of Ms. Sullivan follows:] 
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Mr. Chairman, members of the Committee: 
My name is Susan Sullivan. 

I an here today as a member of the Board of Trustees 
and spokesperson for the Foundation for Hospice and Homecare. 

I bave been involved with hospice since tbe deatb of 
my father. He died at borne of cancer. My family's first response 
to tbo suggestion be come borne was fear. It was a new idea. 
If you were sick you were suppcsed to be in a hospital. 

But I can'* tell you bow much it meant for him and for 
us to have bim home. We lived tbe last part of bis life together 
as a family, and that is something we never could bave shared 
in a hospital. 

Most of tbe children who appear before you today have 
been hospitalized most of their lives. Most of them were bora 
into and raised in a vorld without windows. Most of them cun 
remember when their only playmates were other sick children, 
doctors and nurses. 

Led by a brave girl named Katie Beckett , and her 
extraordinary family, some of these children bave found the 
nurturing and warmth most children take for granted. But there 
are still millions more who doc't bave this simple opportunity. 

There are 10 million chronically ill children in the 
country. Somewhere between 1 and 2 million of them are as 
severely impaired as those you see before you today. 

Tbey have conditions most of us bave beard about but 
few of us understand. Spina bifida. Sickle cell anemia. Cystic 
fibrosis. Muscular dystrophy. Hemophilia. Leukemia. Chronic 
kidney disease. Severe asthma. Birth defects and tbe like. 

What these 10 million children bave in common is chronic 
illness, which may or may not be life-threatening, but which 
is almost always life-long. Unlike most childhood diseases, 
which are brief and predictable, these conditions and tbe cost 
of caring for them continue over extended periods of time. 
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What they have in common is technology. Modern technology 
has made many of their lives possible. The same technology 
keeps many of them alive. 

Largely because of technology, many Infants now survive 
who would not have, a few short years ago. Largely because of 
technology, the number of chronically ill children in our society 
has doubled in the last 23 years - from about 2% to about 4% 
of all children. 

The children you see before you, though chronically 
ill and severely handicapped, are the children of fortune. They 
have life. They have a future. They have something most of 
us can recognize and identify with as a reasonably normal life 
for a child. 

♦ Brandon, sitting beside me with the beautiful smile, 
ran up a hospital bill of half & million dollars before he came 
hone. His total healtn bill probably approaches a million over 
the three years of his life. 

He was a premature baby. He was Injured as the doctors 
labored to save his life. As a result, he needs some assistance 
breathing. But ha is getting better, and there is reason to 
believe he will outgrow bis dependence. 

Robert , on my other side, has surprised everybody but 
his family by beginning to talk since he came home. He has 
a rare muscle disease. He needs help sitting. He can't feed 
himself or breathe without the help of a ventilator. 

Erin, sitting behind me, has generated more than $2 
million in medical bills in her five and one-half years of life 
and yet, with monitoring, she goes to school, takes ballet 
lessons, and leads a nearly normal life. 

These are the million dollar babies. They are fortunate 
to be alive. They are doubly blessed to have parents who under- 
stand the Importance of family and are willing to sacrifice 
to keep It whole. 

Brandon's father had to change jobs in order to get 
the kind of medical coverage his son needed. His mother has 
delayed returning to school to be by his side. 

Robert '8 family has endured relocation three times in 
order to find a state where their son could receive the care 
he needs. That's three moves. Thrse different states. Three 
different jobs and neighborhoods. Three different schools for 
Robert's older sister. 

Erin *8 parents have gone through three insurance companies 
to provide the services she needs • Through it all, her mother 
perservered and somehow found the strength to seek out others 
in 8lmillar circumstances and help them bring their children 
hone. 



17 



13 



o~ - 6ach of these children, there are many others not 

so fortunate. Hundreds, if not thousands, of children now' 
hospitalized could be cared for at home if a determined effort 
were Dade • 

w>„ 4 l he n! >iMeS i OD8tacle » »• «y of these parents can tell 
you, i 8 funding. Our existing system is a patchwork of programs. 

!he 8 cr?cks* My 80TOthln * * 8 *»*11 " a child to fall through 

hft-nit.iJSIUf* 1106 P r0g f" 18 are H«it»d and are focused on 
hospitalization. Chronic illness requiring home care is treated 

Sr h D oJ XCepti0n i t0 p0llCy ' PrV— re^ond to the "eeS 

for home care only on demand. 

_ _ j F ** e , ral aLd 8tate Programs are similarly limited. Benefits 

SLflt* £-1 Vary fr0IB 8tate t0 8tate ' At the «o«Mt. for 
example, there are two children at Children's Hospital in 
Washington who could be cared for at how* and woulS be cared" 
for at home, if their families lived in either of the other 
to nlv for !S h0spl ? al ^rves. But Maryland, so far, has refused 
to pay for the nursing services these children need, even though 

wo-thirds t0 redU ° e thelF on * oln * health costs by 

^ *k SoB K have 8U « est °d that the technologj that makes many 

tLfl *t lV* B i P°f slbl f has * otten of hand. They ratse 

profound ethical and philosophical questions. 

.< M 4#< But they miss the point. The technology is here. More 
significantly, the children are here. 

t« *k GlveD that fundamental fact, our obligation is to see 
to the quality of their lives and let them live as normal an 
existence as possible. That can't happen in a hospital. 

fho , r „ Al \ d i"'t necessary. The same technology that makes 
their lives viable has been perfected to the point where they 
can be cared for at home; can, in fact, be here in this room. 

What these children need is a systematic program that 

IVLZV l eS l heir . Deeds ' a svstem that 18 flexible enough to 
adapt to the uniqueness of each situation and provide the 
assistance necessary. 

♦ The - faCt . that the n « ces *ary care can be delivered at 
»? tr, V i ra u CtlOD ° f the cost 18 a welcome dividend, allowing 
us to extend the care needed to greater numbers without increasing 



costs 



Mr. Chairman, I am pleased to have had this opportunity 
to appear before you today. 1 applaud your interest an£ the 



18 



14 



Committee's continued interest in the plight of chronically 
ill children. 

Our country is blessed by the wealth of our land and 
the industry and generosity of our people. A nation 
raise billions of dollars to feed the starving children of the 
world will not turn its back on the millions of chronically 
ill children in our midst. 

Together, we can make their lives more meaningful. 
All it takes is a recognition of the magnitude of the problem 
and the will to do something about it. 

Thank you. 
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Ms. Suluvan. I would now like to pass— I was going to sav oass 
the buck-I would now like to pass the microphone to Karen Buck- 
holtz and her son, Brandon. 
Karen? 

Ms. Buckholtz. Good morning, Senator Hatch ana other mem- 
bers of this distinguished committee. My name is Karen Buckholta 
l^l™?*^ ^ 0 PI»rtunity to testify here this morning in 
behalf of pediatric home care. 

My husband David, and I live in Pasadena, MD. We are the par- 
ente of three children-our baby daughter, Shana, age 5 months, 
and our 3% year-old twins, Brenda and Brandon. Brandon is the 
reason I am here today. 

When. Brandon and his sister were born in October 1981, they 
were 3 months premature. We were told they had a 25 to 50 per- 
cent chance of surviving. As you can see today, my children beat 
wa?terrmed 6Ver ' condition was so fragile initially that I 

™° fu ?t thmg we asked was can we hold them, but the doctor 
said no. K was 6 weeks before we were ever able to hold them. I 
will never forget the first time I saw them. There were a lot of ma- 
nJ^L^' ^ nufses.had warned me that there would be a lot 
^.Sk^-SPfV- 1 s ? d ' sure ' 8Ure - I was still expecting these 
notSfeKt ^ a mask over their faceTbut it waa 

There were wires everywhere and the babies were bruised and 
they were so tiny. I cried. I had to turn around, Although I was 

lyi^fhereSelliT y ° U When y ° U y0Ur own 

After about 4 months, we were able to bring Brenda home, with 
some chronic lun^ damage, but Brandon was not ready. He would 
have frequent respiratory arrest and he had to be resuscitated con- 
5 e wMfrfl his tubes out and they would have to keep 
putting them back in, and the frequent trauma caused damage to 
his airways. 

Because of the damage, they felt that Brandon would have to 
,w /wT* 817 - tracheostomy. Originally, they thought there was 
just a lot of swelling from the trauma. They were going to put him 
^^sPecud medication and in about 6 weeks they thought they 
would be able to take the trach tube out. That was over 2% years 

fWfclfiu 2*4 t u e T 8 was a lot of weakness in his trachea and 
that it should heal but each time that we go back, they say Bran- 
don is not ready. We are still hoping that as long as we cai main- 
tain his airway and keep him going, eventually he will reach a 
point where he will outgrow this. 

Modern medical technology kept Brandon alive, but medical and 
t2f«!Iif P0 ?i.^ V l Ce % 88 wel L as ft"" 1 " 1 * mechanisms, have not 
LwL P f , the Oology- 1116 result has been an unbelievable 
series of obstacles and setbacks to us in our efforts to get Brandon 
out of the hospital environment and into our home and family life 

Once Brandon stabilized, we knew we wanted to bring him home! 
but we also wanted to bring him home safely. We wanted to fee' 
that we were not going to doze off in the middle of the night/sleep 
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through his alarm, and find that he passed away in the middle of 
the night. , 

We wanted to know that there was somebody able and ready to 
respond when need be, and we could not do it alone. We wanted to 
know that he was going to get proper medical care. We wanted to 
know that he was going to get physical therapy. We wanted to 
know that we were properly prepared and that we were qualified 
to handle an emergency when we were alone and had to do it. 

We wanted to make sure we had all the equipment and all the 
supplies that Brandon needed, but David and I did not know if we 
were prepared. Getting all the information and the all the help we 
needed was a nightmare. . . _ , , , 

First of all, you >ave got to have a pediatrician who understands 
home care. If the pediatrician cannot understand that the needs of 
the family have to be considered, then it just will not work. That is 
what happened to 'is at the beginning. 

Our first pediatrician decided somewhere along the line, because 
of all the obstacles we encountered in getting home health care, 
that we could take care of Brandon alone because we had been 
trained to do it. This meant that either one or both of us would go 
without sleep. That just did not work. 

The thing that was so strange was that this particular pediatri- 
cian was the exception and not the rule. All the other people we 
had met who had respirator-dependent or respiratory failure chil- 
dren had pediatricians who were 100 percent behind the ranly- 
They asked the families what they needed to ke^p their child at 
home, and then they wrote the proper letters to obtain: ft. 

Our pediatrician would not do that, so we got a diffc-ent pedia- 
trician, Dr. Samuel Williams. Dr. Williams is excellent. Without 
him, Brandon would be in an institution today, because you have 
to work together to get these kids home. It is almost like a mar- 
riage—David and me and Dr. Williams. 

We also had so many problems getting the funds to pay for bran- 
don's care at home. The financial burdens have been extraordi- 
nary. David was working for the Federal Government and although 
he had high-option Blue Cross and Blue Shield, no one wanted to 
actually interpret what that coverage entailed. # 

For example, we had a 9(Kiay home health care provision which 
allowed for in-home health care for 90 days following a covered ad- 
mission. But no one wanted to say how much nursing care was ac- 
tually available under that provision. There was a reference else- 
where in the policy to nursing care for 2 hours per visit *or 50 

visits. . . 

There were some people who said that what was m that provi- 
sion on nursing care applied to the home health care section as 
well We could not do anything with that kind of coverage. David 
actually had to change jobs in order to get the insurance coverage 
that would help us to keep Brandon at home. 

There were other problems along the way, too. When we first 
brought Brandon home, we did not have a reliable nursing agency. 
They sent a nurse without properly scrying and briefing her. She 
did not know ahe was dealing with a trach baby ?nd she was not 
qualified to handle him. 



21 



17 



She caused him to go into rapid fire respiratory arrests and 
Brandon had to be medivaced back to Johns Hopkins Hospital So 
we were facing obstacles from all sides. We could not find proper 
nursing care for Bra- don, rnd in any case our original insurance 
company was refusing to pay for it 

In desperation, I went through the telephone book calling every 
agency that looked like they might be able to help. I juttfiop dl 
could find someone who could give us the funding that we needed 

imally, we went to the media to try to get some support, but 
there is a real problem out there with lack of any kind of coordi- 
nated support We have got to get the powers that be togethe to 
IS ♦ £ 18 b !? er to, have a child at home; that it is more cost 
effective to have the child at home than it !s to keep the child in 
tne hospital. 

There is a need for agencies that can help, that can tell parents 
where to go to get equipment They can help by setting up inter- 
views with nursing agencies so that the parents can find a nursing 
service that can meet their child's specific needs 

There is a need for resources for parents to find out where they 
can take their chdd for developmental assessment and interven- 

!2°J " i 1 - 6 —.- 111618 a a need for a service to direct parents to 
good pediatricians who are oriented toward home care 

1 think the existing reimbursement mechanisms, public and pri- 
vate, also need to be better oriented toward the concept of home 
care Our child belonged at home and z lot of others who are cur- 
rently in institutions belong at home. Our experience showed that 
it was much more cort effective to care for Brandon at home 

Yet, insurance companies that will pay thousands and thousands 
of dollars for care m a hospital will not pay a fraction of that 
amount for nursing and other support services in the home. It just 
does not make good sense, and I am sure you do not think so 
either. But that is the way a lot of payors operate, and parents 
have a hard time dealing with these unnecessary barriers that are 
put up along the way 

At bottom, there is a lot of information that parents need to face 
m situations like these. You do not know you are going to have a 
child like this until the child is here, and then it is Ike you are 
stuck in the middle of the ocean and do not know how to swim. 
There needs to be somebody out there with a life preserver to kind 
of give us a hand. 

Because of all of the problems we faced, David an J I have often 
w^wu W *r y T ever made the decision to bring Brandon home. 
1 think the No. 1 reason is because he is our son, and a second 
reason a that nowhere else could Brandon have half ti-e chance 
that he has being at home. 

Institutions try hard, but they cannot care for a clu. ! the way 
the parents can. Now that Brandon is home, he has peopl* he can 
learn to trust after being in the hospital for a year. He really did 
not have that there. He did not know that when he was huftine 
somebody was gomg to come or that when he was hungry, some^ 
body was gomg to feed him. 

Brandon and the other children like him were being cared for 
and loved on a schedule. They did not get the kind of love and af- 
fection that they can get at home. While Brandon was in the hospi- 
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tal, he did not develop the war he should have emotionally or men 
tally. We wanted Brandon to have the best possible chance at lead- 
ing the most normal life possible under the circumstances, and the 
only way wc could give him that chance was to bring him home 

Now tnat he is at home, Brandon has made great improvement* 
along the way, although he is still somewhat delayed. But when we 
think about what he would have been like if he had to stay in the 
hospital, there is iust no way we can really mako any kind of com- 
parison because there is no comparison. Home is where he should 
be because that is the best place for him. 

Thank you again fcr giving me the opportunity to be here this 
morning. David and I and other parents like us appreciate the at- 
tention your committee is giving to these very important problems 
and we will do everything we can to help you find solutions. 

Thank you- 

The Chairman. Well, thank you, Ms. Buckholtz. 
Ms. Sullivan. Thank you, Karen. Now, we are going to hear 
from Angie and Mike Bachschmidt— the mother of Robert. 
Mr. Bachschmidt. And father. 
Ms. Sullivan. Yes. 

The Chairman. If we could move that mike over so Ms. Bachsch- 
midt can be heard a little bit better, if you v/ill put it right over 
next to hev mouth. 

Ms Bachschmidt. Pardon? 

The Chairman. If you can get that one mike, the silver mike, 
over with you— put them all close to you. The silver mike is the 
one that will amplify you in this room; the others are for the tele- 
vision cameras. 

Ms. Bachschmidt. Dear honorable committee members, we are 
Michael and Angela Bachschmidt. Our son, Robert who is 2Vz 
years old, has spent the majority of his life in three hospital inten- 
sive care units. The more recent stay has been at Children's Hospi- 
tal National Medical Center in Washington, DC. 

Robert suffers from a rare, severe form of muscular dystrophy. 
In August of 1983, our son was admitted to the intensive care unit 
of Portsmouth Naval Regional Medical Center in Portsmouth, VA. 
Our son was suffering from severe pneumonia and netted to be 
placed on a ventilator to save his life. 

After several weeks at this hospital, it became apparent that m 
order to better care for Robert's acute needs, he needed to be trans- 
ferred to Children's Hospital of the King's Daughters in Norfolk, 
VA. After 8 months at this hospital, it was obvious that due to his 
muscle disease, our son would need the assistance of a ventilator 
probably for the remainder of his life. 

In October 1983, we approached the staff of Children's Hospital 
of the King's Daughters on the feasibility of intensive care at home 
for our son. Considering at this point Robert had already been sta- 
bilized, there was nothing we wanted more than to have our son at 
home. 

The staff at King's Daughters informed us at this time that nei- 
ther their hospital nor the State of Virginia had the necessary re- 
sources to properly care for Robert's acute needs on a long-term 
basis. They also did not have experience or staffing available for 
intensive home care. 
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At that time, Robert's pediatric intensivist started inquiriiyr of 
h 08 ? 1 ^ 0 ?, the east coast that would have home care programs al- 
ready established We waited for a response from each hospital 

SS™^ u r - n< £J£f y w , ould "^P* We were turned away from 
Philadelphia Children's Hospital and Bethesda Naval Hospital 
Our only hope was Children's Hospital National Medical Center 
here in Washington, DC. 

In November 1983, we were scheduled for an indepth interview 
with the home care staff. After the interview, we had to wait for 
a -T^S? 11 /.* 0 be JL - ma , de wh ether or not we would be accepted. In 
April 1984, 6 months later, Children's Hospital bad an opening and 
we were then accepted. ^ ^ 

My husband, Michael Bachschmidt, is a first-class engineman, E- 
' m !<• ?' ym^e N avy graciously granted us ahumanitari- 
an t^er toWashington, Dp At the time of our transfer, CHAM- 
PUb had agreed to endorse Robert's home care and to pav for his 
medical needs. 

After transferring to the Washington area, we learned that thev 
rwSiSSS "? a 8ma11 Pe^toge of Robert's home care costs 
CHAMPUS will pay a maximum of $1,000 a month. This amount 
would not even cover the rental cost of Robert's equipment, much 
less needed supplies and nursing care. He remained at Children's 
Hospital another 9 months, a total of 18 months of hospitalization 

, Jh^, medical staff there would not discharge Robert without 
skiLed nursing. Then- $1,000 maximum would not allow for this. 
Due to Robert s muscle disease, his life expectancy is believed to be 
S^t' 0 ? 1 " W**** ™* h has always been to have him home 
with us, his family, where he could receive the love he needs. Our 
son 8 life should be one of quality. 

CHAMPUS will pay for Robert to stay in the intensive care unit, 
but will not provide adequate funds for home care. This makes no 
sense, especially considering home care has many advantages, in- 
cluding cost effectiveness. ^ ' 

Current documentation indicates the cost of home care is an- 

S ma u y ? n T, thu £ of *¥ 0081 of hoe P ital intensive care for 
2f& chronically ill, technology-dependent children such as 
Kobert In each case, there have been substantial cost savings to 
tre btate Medicaid programs, private insurance companies, and in- 
dividual taxpayers. 

The following is an approximation of Robert's costs. His hospital 

SntiS 8 ^ u- b 2W \ ; *** % » *558.0W. Plus physician's costs 
of $18,000, which makes a tof al of $577,200 a year 

For home care costs, his nursing care for a year will cost $54,496. 
That is 16 hours per day. His ' supplies cost $12,000 and his doctors, 
$1,000, which makes a total of $67,496. 

The advantages of home care for the chronically ill child are well 
documented. One often sees the child's medical status improve 
^finJ^ 6 ^, 18 a iS^ ea8e m Jhe number of infections the child ex- 
periences. The cluld is more likely to approach or attain appropri- 
ate social development and emotional health. 
*u Hom .e care professionals such as social workers, nurses, and 
^ P1 % T^l positive family support-a much-needed re- 
source. The benefits are having a happy home with some stability 
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to it and as normal a lifestyle as can be achieved with r. child that 
^ special needs* 

During the 18 months of our son's hospitalization, we were 
trained every day. We went every day to see him unless we were 
ill. We had technical and assessment skills we had to do over and 
over again until the hospital felt we had mastered the all-around 
skills that they would have expected of a qualified tec hni cia n . 

Although we were Robert's parents, we were still treated as 
though we were qualified technicians and had to perform under 
the expectations as such. Once Robert was released from the hospi- 
tal, he would be totally dependent upon our medical judgment. 

These are areas that took a lot of training and a total of 1,600 
hours. That is approximately 2 hours a day, but often we spent 
very long hours at the hospital that exceeded the 2-hour average. 

We had a reason for wanting to learn Robert's care am a reason 
to sacrifice time which we needed to spend with our other two chil- 
dren. We knew that the end result of our labor would produce a 
better quality of life not only for Robert, but for our whole family. 

Every child that has a life-threatening handicap is different in 
many waya. No one child is alike. Therefore, no single law or cap 
can take care of every child's needs. Please help each child's specif- 
ic need in maintaining him or her at home the way you would 
treat each illnes3 with different drugs and treatment. You cannot 
treat cancer the way you would treat pneumonia. The needs may 
be different, but they all have one thing in common. They need to 
be home. 

Thank you very much. 

The Chairman. Thank you, Ms. Bachschmidt, and you also, Mr. 
Bachschmidt. 

Mr. Bachschmidt. Yes, sir. The children that are behind me and 
the one beside me are very special. They are beautiful; they have 
certain special needs. They are not handicapped in my book; they 
just have special requirements. 

I have been all around the world and I have seen that this is the 
best Nation; we have the best country. The United States of Amer- 
ica is special to me. I cannot see us restricting home care. I cannot 
see us not allowing our children to be at home and receiving the 
family care that they deserve and they need. 

Also, there was a question brought up as far as sacrifice. What is 
a family without sacrifice? Our family, we have sacrificed, but it 
has paid off. Look at oux son behind us. They expected him to live 
a month when he first went in the hospital: then it was a couple of 
months. Then it was, well, he will not live throughout the year. 

He has not slowed down. He is 3 foot 6 inches tall and weighs 43 
pounds, and I love him. And I think every one of these children 
deserves to be home. 

Thank you. 

The Chairman. Well, thank you. 
Ms. Sullivan. Oh, Mike, thank you. 

Now, we are going to hear from Kevin and Patty Cook, ^rho are 
the parents of Lauren. Kevin? 

The Chairman. Of course, we are happy to welcome you here as 
well. 
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anfth^ K Pa^/£u^i m0nii ^ My name » Kevin Cook, 

^When Lauren wae born, it was suggested to us that wo move to 
wScSStSSt god d y ° U m ° Ve y0ur ** a ^ bit closer, 

matter in wfih*2?SS^JS Z^IS * d not 
JdflS^hrtS le^ur W ho^ ld £ ey °l ade a ^take 

dren With SdS nL£ t«P •' 811(1 ^ Pede ration for ChH- 

ass ts-aa: 

stricted her fiSn STtaSf ^AiiW £ ls ^ ch »- 

medical expeuiei baaad ,i?ff sovernag pavment of 
the* «WkCS£?SZS 'the fiSL' (5 " U1C " U O^aoaa, 

thT&Ut&oTSg oftt« chE? *S .iTTT? but 

PoSe to deal du^±h?h? r*- «• »pS? their 

SoilS a^^^ie™,^?,^™.* 0 ' «• keeping these 

coat about". *5 VST&^&trMIJCSS 
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Lauren's care is extremely demanding and our nurses give us a 
much appreciated respite from this stressful situation. 

At present, Medicaid provides our nursing care through an 
agency, but as of June 21, 1985, this arrangement will be subjected 
to Medicaid's review and reapproval. It could be determined that 
we no longer require the agency's services and that our nurses 
could then apply for Medicaid vendor numbers and be reimbursed 
by Medicaid directly. 

This in itself is not a problem, but the nurses would then be 
asked to wait 3 months for their names to be processed through the 
computer and receive their first paycheck. This unreasonable re- 
quest could cost us all of our nursing staff. 

For the first 90 days, the agency provides an invaluable service 
by interviewing, hiring, and coordinating the nursing staff, thus 
lUting a very heavy burden from tjtie parents. This is probably the 
most stressful tim^ in the child's home care planning. 

Perhaps during this 90-day period, the nurses could be processed 
so as to eliminate the possibility of losing them later. 

Our biggest challenge was redesigningand finding someone to 
build a new cart to house Lauren's new TPN equipment Medicaid 
agreed to pay for a new cart because it would eventually save them 
from $55,000 to $65,000 per year in decreased supply costs. 

At first, we hoped that New England Critical Care would be able 
to direct us to a medical company that would be interested in cre- 
ating this new piece of adaptive equipment, but neither anyone 
that they approached nor any of the professional people we con- 
tacted were willing to help. 

When time became a factor, we contacted another agency, Life- 
line, and the> arranged for a local voc tech school to build a cart if 
we would provide them with the technical drawings needed. This is 
what we eventually did. 

This whole ordeal was very frustrating. Parents burdened with 
providing their special needs child with the best possible equip- 
ment would benefit greatly from some type of central resource 
center. 

Finally, and most important to us, is what would happen to 
Lauren if Patti and I were to meet with some accident and perhaps 
die. Ideally, we would appoint either my sister or her husband or 
Lauren's grandparents as guardians, but we are not certain that 
this is possible due to the fact that she is a Massachusetts Medicaid 
recipient under the Katie Beckett waiver and our families reside 
out of State. 

The mcyor problem is the disparity of benefits that each State at- 
taches to its SSI Program. Would any insurance money or trust 
funds established for Lauren alter her Medicaid waiver status? 

If my sister, who lives in New Hampshire, were to become her 
guardian, would they then be held responsible for Lauren's medical 
expenses? Our worse fear yet: Would she be made a ward of the 
State and be reinstitutionalized in order to continue her present 
quality of medical care? Or less? 

What is needed here is a definite policy dealing with this issue 
that would provide equalization of benefits across State lines; also, 
clarification of guardianship responsibilities related to medical ex- 
penses. 
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We have worked very hard to create a home environment that 
would provide her with the moral and spiritual foundations needed 
to allow her to become a mature and responsible adult We feel it 
is imperative that she be permitted to continue to grow within this 
same environment which our families have also established. 

A u«w policy dealing with this issue would allow parents in this 
same situation to feel more secure about their children's future 

Thank you for inviting us here. We hope that we haw been of 
some help. 

[The prepared statement of Mr. Cook follows:] 
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PREPARED STATEMENT OF VT\ AND MRS. COOK 

liert'tinci *t * v»t*4 ' 



Dear Sirst 

Wo h.iv* boon n*kod to nv mill siumurl/*' Uurni's mmlitial lilntory 
and explain why w* feol it is so important to have her at home with 
u*. This is not an oasy task htvauso Union's noods arc so complex, 

bUt *Shr ha^bTon at Boston ChUdron** Hospital sinro birth duo to a 
rare intestinsl condition which cauaos lior to suffer a secretory diarrhea 
and severe mal- sbsorDtion. She is completoly unablo to support herself 
by orsl nutrition and haa been sustsined totslly by totsl parenteral 
nutrition (TPH). This requiru* tho snroical insertion or s cathotor 
Into larger interior veins in either the neck, legs or chest. So far 
Lauren 1ms had approximately 8 life lines and each subsequent line becomes 
store difficult to obtain. How, each new life line requires s thorocatomy 
ami a rooovnry pnriod in tho wHvliral Intonnivn raro unit. Booaiise lior 
very life depends upon these lines, we trest them with the utmost csre. 
Her blood is monitored regularly for any early signs of infection. 

She has done very well theso lsst two yesrs and as you «r. -c* 
from her picture, looks extremely hoalthy. The staff, especially the 
nurses on Division 27, have worked very hard to help her havo as norwl 
a childhood as possible under such abnormal circumstsnces. The 
is s happy, outgoing, loving, intelligent and aomewhat mischievous <*H 

yCal But* we have now resched s point where Lauren's needs have surpsssed 
whst help Boston Children's Hospitsl is sblt to offer. There are three 
banic areas in which we feel Uuren would bonefit Rreatly by be iny allowed 
to livo at home. Theae areas are her medical, emotional and spiritual 

welfare. . . * • 

There is a saying tt the hospital that goes, "a hospitsl is tho 
worse Plsce for snyono to be, Just because practically everything a 
person could catch is there.- Because Division 27 is s medical *}oor. 
children sre sdmitted with s myrisd of virsl snd bacterial infections. 
Uuren, therefore, runs the risk of exposure to more thsn Just the usual 
childhood disesscs. Caring for her st home would grestly reduce this 

"^"/["present, Uuren sppesrs to be a well sdjusted child with the 
normal &l year old tendenciea — atubbomeas snd independence. The 
doctors sssure us that these are heslthy signs becsuse most institution- 
alized children tend to be subdued snd may withdr awl into themselves. 
V- have workod v«ry hsrd to avoid this syndrome and instead strive to 
make her feel loved and secure. He are with her six days a week and 
when we can't be there, we call hor and talk with bur over the telephone. 
The nursing stsff hss been a tremendous support to all of us. 

But, ss Uuren grows older, we are faced with emotional prcMems 
that become even more complicated by her continuing hospitalization. 
The principle reasons we feel Uuren needs to be home aro as follows! 

X. She is over stimulated. 

She is over stimulated by all the people and activities that 
surround her and sho has a very difficult time entertaining herself. 
She prefers walking the halls and watching the elovaiors to reading 
a book, coloring or playing with her toys, she is much too vicarious 
in that she relies heavily upon others to, more or less, play for har. 
A subdued surrounding would compel her to discover and develop* her 
own intorcsts and ralents. 

II. She is under stimulatod. 

In another serino sho Is extremely under fitltmilatod. Way ^ttnr 
day it's the same place, same people and same routine. Because she 
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2\22i22 , xpo T 0 to thp o,,t,ldn wor,d « » hp ha » »«»«* «»• 

■In ^ J ! U * i"* 1 .' ^ ""1110,1 r.. .ll«r.,v,M ,l„. 

■oon and the stars. She Is an cxtrosmly inqulsltiv. child, and wc fca r 

*22lJ di? A Uriou " it » cont '«'»«'lly nurtured .„ U fad, it will 

auroly die. A ho~ llf. .-<, »chool Ufa would „ke a world of difference. 

2vir«2i J lM,t 0110 P* inful «xperlenca. A Ufa in auch an 

thJn^d * "T,"" to « iv " n th « opportunity to enjoy pl.a.urable 

things and at least have tow painless days. 

II I. Her changing achool nneds. 

„„, . . Uuren ** f Mt owoeiine achool ago. She docs attend a speech 

S2.5J!f "SiTT"*" 0 ? PrORr " tWO *»■ • "•«* that ia offered at the 
52 iSi!^' t "° lpcU dovolo P° *»v attention .pa.. « 0 roat dual. 

fS h ?T* * h " ri,,, U » oai — »«■• »»» attending 

for one and a half saalsters and i. no longer a null toddler nor doea 

■ore in the social araaa. it is lapsrstlve that aha learn to olay .nd 
Introvert, »mt Inst.* to give hor a sense of self -confidence .nd to 
2*? „ r ,J5 t ! Ut * t0 oth « r P^P 1 "- On February 24, 19S5 she nay 
no longer qualify for thl. progra. and the boat alternative the ho.ptt.l 
can offer 1. . tutor which would not Mat her prKsary naads st all. 

IV. Her growing sense of desertion by friends and fasilly. 
•nrt..,. h-r.^5 n "f f? •• rljr * 8 " Uur,n ■•■ r » th « outgoing and she would 
l£ m?h f "Ji*? 1 ' to otn * r youngsters on Dtviaion 27. Usually 

JinetS ^JT' ld . b * lik * in th «» «*" hospltallsad for 

lengthy period. and also tad . life im.. Th.y would bt £ 0|| , U J. *~ 

to a.ch other bac.u.e of thalr co»on circu.atnnc... OveTth. yasr. 
2elr'd "S "c d l °" ° f th "" fri • nd, du ' *° th « ir "cover?" 
viri -S2 ^^/ir lo,t "* n, nu "" Kitn ""o" » h « "» d ""oo- 
«7J °f f? U " to ,t,rt '««1" or tske other Joba. Thla 
was particularly hard when th.y ware her priwry „ ur .... Th.y ware 
h.r "noth.r substltut.s" 1„ »y .b..„c.. Unfortunately, thla la an .11 

^t r . C n« till! " econtl ^ - »"ve noticed th.t wh.n Toe, 

wet. new friend, .he bacoae. very po.se.lve. Th. poor child 1. then 
unable to .vcn go to th. b.throo« without Uuron braising into ta.rc 

alftllXr I™, - r ? tUrnf tad " e •» -o" «»vlM u incr..sl^ly 

difficult tine leaving her at night. She b.g. u. to Stay "J u .t . f „ 

w! V J* th,t beln8 »•» behind 1» » »»y of 11™, 

£L?« 1°^t T i' h,t * ffeCt thU MiU h,vo o- "« «°»lty to „late t" 
people in the future. 

rol. wU h in S the l fa»ily un^.""" °' h0,,,e ,nd f " lly Ufe * nd 

I aa with Uuren six days a week, but my husband's visits 

" ' """.fore, .lthough w. try to be with her a. »uch .. posaible, 
our time to„ether a. « roal f»iiy to tnls only .boot 11 hours a week 
Tliis is sinply not enough tine for any of us. 

Plus, her extended family is „o rc .bstract than reality alnce she 

uonef^W Tho-fur °' tl,C ". and nth " rS a " J " St a VOlC ° on th ' t%ptan.. 
iiopcfuny, a hone lito „,.J —.tinuous porsonal relationships with her 

nearhy cousins will crent0 . feoUag of lability n „d per2nence t^t 

she .0 desperatoly needs but c.n never obtain at^the I^T2T 
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In Spptemhor* T hat! a special carriage built that houses her TPN 
equipment which because she can push around by lierseU, has added a 
whole now dimension to her life* She can only use the carriage for 
eight hours a day, but for the first time in almost two years she is 
independent of the TV pole that ha* held her captive for so Ion*, Since 
then, she lias enjoyed being homo on shout six occasions* At times, 
these arduous snd brisf trip* hosw stem more like s cruel tesss, except 
for the fsct that now the word home has s more tangible meaning* Shs 
constantly chatters away about her own room and sll the things we will 
do when shs goes home snd rosily stsys there* We sll pray that dsy 
comos soon* 

VI • Hsr nesd for an snvironmont that offsrs s mora consistent 
discipline training* 

Every small child spends s grest desl of time and snergy 
tsstlng their parents authority and thereby devsloping their ssnse of 
right and wrong. Through these many trisl and error experiments, thsy 
lesrn ehich sctions sre spproprists and which sre not. They slso realize 
which sctions reap their parent's praise and which may harvest only 
undeslrabli consequences* 

For most children this is s natursl process only complicatsd by 
older brothers or sisters* But in Lauren's case, not only is she dealing 
with mom and dsd, but at laaat twenty othsr suthority figures (mainly 
nurses) with vsrying temperments* Therefore, the problem is that evsn 
thoufth the staff has bean vary cooperativa in attempting to crests an 
etmosphere of consistency, there are times where her bohavior is accepted 
by some people ytt not tolerated by others* Plus their responses to 
her behevior sre as wide ranging as thair.peraonalitiss, jrteiding confusion 
on Lauren's part* Lauran naeds to come home to aliminate this confusion 
from her life* 

Basically, wo fo<l that all things considered, Lauion has dona 
very well in her emotional development* But the conditions undar which 
she has lived these last 4% years hava baan so abnormal that wa can't 
help but fear what effect her hospitalization will hava upon hsr future* 
She deserves the opportunity to experience and to enjoy her home, some 
heppiness end to be cared for by her loving and devoted parents* She 
needs the direction and security that only a home life cen afford* 

Finally, and most important, ehe neede the spiritual guidance, 
support and fellowship that only a rhurch can offer* Our church* e 
Sunday School programs would not only provide the morel and epirituei 
foundetlon upon which we as a family can build, but i 1 io friendships 
that will onduie* 

The Lord hes become essential in our lives and the source of much 
strength, peace and direction^ especially in times of trial* Lauren's 
life has been and probably will continue to be filled with diff iculities. 
So wo want to give her a chanco to have a personal relationship with 
the Lord as well, so that she may receive that same peace and strength* 

I hope that we have been able to liolp you in some way* We do 
appreciate the time and effort you will spend evaluating our situation* 
ThniK)*oU. 

Sincerely, 

Kevin, Patti and Laucn Cook 
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^The Chairman. Well, you surely have. I want to thank you, Mr. 

Ms. Sullivan, I am impressed that somebody as busy as yourself 
would be willing to take time out to help chronically ill children 
and their families. We are very, very pleased to have you hero. 
1 lus testimony has been very poignant and very moving to me, and 
1 know to other members of the committee. This has been a terrific 
hearing thus far. 

Letme just ask you one question, Ms. Sullivan, and that is this: I 
understand that children who have chronic and severe illnesses 
need a broad range of medical services, but they also need emotion- 
al support I think that is important to note, too. 

Q yo u ^commend might be done to give the families and 
the kids the psychological support that they may need? 

Ms. Soujvaw. Well, you know, the mothers here have formed a 
group called SPIKE? 

Ms. Bachschm tot. S KIP. 

Ms. Sullivan . SKIP; I had all the letters. [Laughter.] 
I think that is the kind of organization you need— people you can 
talk to who are having the same problem that you can reach out 
to. It is in that reaching out and extending of yourself that you 
find your own strength. These mothers and these families hero are 
the leaders; they are the front runners. Does that answer the ques- 
tion/ 

The Chairman. Emotional interrelationship that the families 
themselves could have. 
Ms. Sullivan. Yes. 

The Chairman. Let me just ask one question to each of you par- 
ents, and give me the best answer you can, and that is this— I 
would realty like to ask a number of questions to you, but I am 
going to limit myself to one so other Senators can ask, and also so 
that we can listen to the remaining witnesses here uxiay. 

from your experience, what is the single most kind of support 
that you really need? I mean, what would you like to see us expand 
in legislation in order to help you to keep your children at home 
and to care for them at home? 

Why do we not start with you, Ms. Buckholtz? The single thing 
that you need the most to help your children and to keep themat 
home? 

Ms. Buckholtz. Financial assistance. 

The Chairman. OK. 

Ms. Bachschmidt. Funding. 

The Chairman. Mr. Bachschmidt, do you agree? 

Mr. Bachschmidt. The same thing, funding. 

The Chairman. OK What about you folks? 

Ms. Cook. I think that is right 

The Chairman. The same thing, so the single thing you need 
help with is financial assistance. Where we have waivers, that is 
some assistance, but where you do not have waivers, there is an 
awful lot of difficulty. It is apparent that we do need to bring our 
legislative enactments into the modern world, into the high-tech 
world, and to help these kids. 

I want to tell you how beautiful each of your children really is. 
We are really proud to have you here. 
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Let me turn to Senator Kennedy. 

Senator Kennedy. Thank you for very moving and very compel- 
ling testimony. I vrant to welcome the Cook family to Massachu- 
setts. We are proud of our State for many reasons, but certainly 
because it reaches out in perhaps a more understanding way in 
terms of some of these health needs. Hopefully, it is a reflection of 
the kind of concern of the people of that State in terms of health. 

You know, it does not really surprise me, the response you gave 
to this question with regard to financial assistance, because it 
seems to me that the ungnfoh which a family is faced with in terms 
of the complexities in which a child is trying to develop and tx> 
grow and to be able to reach its own potential — and the parents 
are trying to help that child through a difficult period of tame— is 
enormously moving and has to be enormously draining. 

It provides obviously, I would expect, an incredible sense of satis- 
faction, and combined with love and religious belief, it is a very 
compelling and moving experience. But to have that complicated 
by wondering whether you are going to be able to survive and what 
is going to happen to your child— we heard from the Cook family in 
terms of their own lives— and to be constantly worried whether in 
another few weeks some bureaucrat, well intentioned as he or she 
might be, is going to making some decision that is going to make a 
difference between life and death for your child, and to be faced 
with that kind of anxiety day in and day out must be a burden of 
just overwhelming proportions, overwhelming proportions. 

And it seems to me that one of the challenges in terms of our 
own humanity as a society ought to be that this child is sick and 
how are we going to take care of that child in the best and the 
most effective way in terms of the family, in terms of the child's 
needs, and not whether you have to move around to a dozen differ- 
ent States to get coverage or have to change your job in order to 
get another kind of health insurance program. 

That story has been told to this Congress for years. You have 
told it eloquently. You have reminded us again and, quite frankly, 
you ought to keep speaking of this issue until we are going to do 
something about it. 

I just cannot tell you how impressed I am by this testimony. I 
think there is an ability for us to do something about it. I hope 
that we will take action, but I certainly join the members and the 
chairman of this committee in insisting that we are going to give 
the opportunity for the Members of this body to vote up and down 
in this Congress whether we are really serious about caring for 
these children and caring about their parents. 

I find it 6K> troublesome that half of all the testimony we hear is 
all about the kinds of restrictions and regulations and the door- 
knocking at this insurance company or that State. You know, you 
just have to ask yourself in terms of our society, do we care about 
children and what is our sense of decency and humanity. 

This panel has reminded us about that this morning and I think 
it is a very good service. 

Mr. Chairman, I have questions of this panel and the others that 
I would like to submit for the record. 

[The following were received for the record:] 
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OIIFSTION FOR MRS. ANGFI A RAf.HSCHMinT 
WHAT HAS THE HARDEST BARRIER TO OVERCOME FOR YOU IN YOUR EFFORTS 
TO BRING R03ERT HOME? 



OUFSTION FOR SUSAN Sill I IVAN. ACTRESS 

FROM YOUR PERSPECTIVE, MS. SULLIVAN, WHAT ACTION IS MOST NEEDED 
BY CONGRESS TO ENABLE MORE CHRONICALLY ILL CHILDREN TO BE CARED 
FOR AT HOME? 



QUESTION FOR MRS. KARFN RIlfKHnt T7 

WHAT HAS BEEN THE MOST DIFFICULT PROBLEM TO SOLVE IN BRINING 
BRANDON HOME? 
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QUESTION FOR MS. BFTSY MVTS 

IT HAS BEEN SUGGESTED THAT A BRCAD BASED HOME CARE PROGRAM MIGHT 
BE OVERLY EXPENSIVE BECAUSE OF THE DIFFICULTY IN ASSURING THAT 
ONLY THOSE TRULY IN NEED BECOME ELIGIBLE. AS A NURSE ADMINISTRATOR 
OF AN AGENCY PROVIDING HOME CARE TO A LARGE PEDIATRIC POPULATION, 
HOW DIFFICULT DO YOU THINK IT WOULD BE TO PROVIDE A VALID SCREENING 
PROGRAM FOR ELIGIBILITY, SO THAT ONLY THOSE WHO WOULD OTHERWISE 
BE IN INSTITUTIONS WOULD RECEIVE SERVICES? 

QUESTION FOR MR. KFVIN COOK 

YOUR DAUGHTER HAS BEEN HOME FOR JUST THREE MONTHS. OUTSIDE OF 
THE WHOLE REIMBURSEMENT SYSTEM, CAN YOU TELL US WHAT PCSES THE 
MOST PROBLEMS FOR YOU IN OBTAINING NEEDED SERVICES FOR LAUREN? 
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QUESTION FOR ARTHUR KOHRMAN, N.D. 
DIRECTOR OF LaROBIDA CHILDREN'S HOSPITAL AND ASSOCIATE PROFESSOR 
PFDIATRICS. UN1VFRSITY nF C HICAGO ^Hfini OF HrniHHF 

WE'VE HEARD TODAY ABOUT THE IMPORTANCE OF THE PEDIATRICIAN ON A 

HOME CARE TEAM. IN YOUR OPINION ARE HEALTH PROFESSIONALS GENERALLY 

KNOWLEDGEABLE ABOUT THE FULL RANGE OF COMMUNITY AND MEDICAL 

RESOURCES HEEDED FOR THOSE KINDS OF CASES, OR SHOULD THE CONGRESS 

CONSIDER FUNDING EXPANDED TRAINING FOR SERVICE DELIVERY AND CASE 

MANAGEMENT? 

QUESTION FOR ARTHUR KOHRMAN . M.n , 

WHAT HAS BEEN YOUR EXPERIENCE IN THE ADEQUACY OF REIMBURSEMENT 
AVAILABLE FOR FAMILIES OF HOSPITALIZED CHILDREN WHO WANT TO CARE 
FOR THEIR CHILDREN AT HOME? 
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PITKIN FOR WFSI FY WAI.KFR 

IN YOUR OPINION, ARE THERE SUFFICIENT NUMBERS OF HEALTH PROFESSIONALS 
SKILLED IN PEDIATRIC HOME CARE TO MANAGE CARE FOR THE COMPLEX 
NEEDS OF THESE CHILDREN? 



piFSTIOM FOR WFSI.FY WAI KFR 

IN YOUR EXPERIENCE, WHAT IS THE BIGGEST BARRIER, OTHER THAN 
FINANCING, FOR FAMILIES IN THEIR ATTEMPTS TO BRING THEIR 
CHRONICALLY ILL CHILDREN HOME? 
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QUFSTION FOR II? AHMANN. R.N. 

1. MS. AHMANN, YOU HAVE BEEN PROVIDING HOME CARE TO CHRONICALLY ILL 
CHILDREN. IN YOUR OPINION, WHAT SERVICE DEVELOPMENT MOST NEEDS 
TO BE UNDERTAKEN IN COMMUNITIES? 

QUFSTION FOR LI? AHMANN 

2. CAN ALL FAMILIES SAFELY CARE FOR CHRONICALLY ILL CHILDREN AT 
HOME, OR .ARE THERE BASIC REQUIREMENTS 7 FOR INSTANCE, CAN SINGLE 
PARENT FAMILIES ASSUME THIS BURDEN? 
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OIIFSTIOH FOR JUMAHNP RFCKFTT 

MRS. BECKETT, YOUR EFFORTS ON KATIE'S BEHALF HAVE BEEN EXTRAORDINARY, 
AND MANY PARENTS AND CHILDREN ARE BENEFITTING FROM THE WAIVERS 
FOR HOME CARE THAT WERE DEVELOPED THROUGH YOUR ADVOCACY. CAN 
YOU TELL US WHAT THE BIGGEST UfflET NEEDS STILL ARE IN PROVIDING 
HO.: CARE FOR CHILDREN? 

QUESTION FOR Jill IANHF RFCKFTT 

CONSIDERING THAT MANY STATES ARE UNWILLING TO APPLY FOR WAIVERS, 
DO YOU THINK IT WOULD BE REASONABLE FOR THERE TO BE A REQUIREMENT 
THAT ALL MEDICAID PLANS PROVIDE HOME CARE WHERE FEASIBLE FOR 
CHILDREN WHO WOULD OTHERWISE BE HOSPITALIZED? AND DO YOU THINK 
PRIVATE INSURANCE COMPANIES SHOULD BE REQUIRED TO PROVIDE 
HOME CARE UNDER SIMILAR CIRCUMSTANCES? 
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QUESTION FOR DR. CAROLYNE DAVIS 
HCFA ADMINIST RATOR 

1. DO YOU THINK IT IS FAIR THAT A CHILD WITH A CONDITION IDENTICAL 
TO LAUREN COOK'S MUST REMAIN IN THE HOSPITAL RATHER THAN RETURN 
HOME BECAUSE THERE IS NO WAIVER AVAILABLE IN THAT STATE? 

QUESTION FCR DR. CAROLYNE DAVIS 
HCFA ADMINISTRATOR 

2. WE'VE HEARD FROM FAMILIES HERE TODAY OF THE EFFICACY AND DESIRABILITY 
OF HOME CARE. WE'VE ALSO HEARD HOW DIFFICULT IT IS TO GET COVERAGE. 
MEDICAID COVERAGE VARIES WIDELY FROM STATE TO STATE. CONSIDERS 

THE COST-EFFECTIVENESS OF THIS PROGRAM FOR CHILDREN HERE TODAY 
IS THERE ANY REASON THAT WE SHOULD NOT HAVE A FEDERAL MANDATE 
THAT ALL MEDICAID PROGRAMS PROVIDE CARE IN THE HOME FOR CHILDREN 
WHO WOULD OTHERWISE BE INSTITUTIONALIZED? 



QUESTION FOR DR. CAROLINE DAVIS 
HCFA ADMINISTRATOR 

3. MOST OF THESE FAMILIES TODAY HAVE RELIED ON MEDICAID TO BRING 

THEIR CHILDREN HOME. THEY HAD PRIVATE INSURANCE, BUT THAT INSURANCE 

WAS INADEQUATE. IS THERE ANY REASON THAT THERE SHOULD NOT BE A 

FEDERAL MANDATE REQUIRING PRIVATE INSURANCE COMPANIES TO COVER 

CARE IN THE HOME THAT THEY COVER IN INSTITUTIONS? 



QUE STION FOR DR. VINCENT HHTflHNS 

WE HAVE HEARD TESTIMONY TODAY ABOUT THE LACK OF PERSONNEL AND 
SERVICES NECESSARY TO MAKE HOME CARE WORK FOR THESE CHILDREN. 
WOUIJ)N'T IT BE A GOOD FEDERAL INVESTMENT TO DEVELOP RESOURCES 
AND TRAIN PERSONNEL NEEDED? 
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The Chairman. Well, I want to thank you, Senator Kennedy. 

i*nator Kennedy. I want to thank Ms. Sullivan very much for 
her work here and for the work on hospice as well. I think that is 
an extremely important program; we have got similar kinds of 
problems. 

I hope you will come back and tell us about that another time as 
well as you have described this problem here today. Thank vou 
very much. J 

Ms. Sullivan. Thank you. 

The Chairman. Now that we have broken the ice and you have 
made such a hit here, we expect you back on a regular basis. 
[Laughter.] 

The Chairman. Senator Kennedy and I are smitten, I want you 
to know. Maybe I should not speak for you, Senator Kennedy, but I 
have a feeling 

Senator Kennedy. Well, on that occasion, you certainly can 
[Laughter.] * 

The Chairman. Let me just say this, that we have fought for 
home health care for the last number of years and we have had 
some nugor advancements, but they have not been major enough. 
In all honesty, we withdraw the home health care bill at the end of 
1 st session because we did not have enough time to get it through 
Budget ****** ^ support of ^ e 08106 of Management and 

But with that withdrawal, they agreed last year that they will 
help us to get an appropriate bill through this year, one that takes 
into consideration all of these factors that Senator Kennedy men- 
tioned and that I have mentioned and that you have mentioned. So 
we are really going to push hard this year to get a major bill 
through that will help people just like yourselves, and help fami- 
lies. 

I think the important testimony here is not only the children in- 
volved, but the families and how important it is; you, Mr. Bach&^h- 
midt, your testimony; you, Mr. Cook; you mothers— how much you 
love these children and how valuable their lives are to you and 
really to our society. 

So, with that, I would like to recess for about 2 minutes just so 
we can come down and express our regards to you and then we will 
resume in just 2 minutes. So we will recess for two minutes. 

[A brief recess was taken.] 

The Chairman. If we can have order, we would like to continue 
the hearing. We are running short of time. If we could have your 
attention, we are so happy to welcome our second panel to the 
benate. This panel will consist of several pediatric home health 
care professionals who can give us some insights based on their 
personal daily experiences. 

Dr. .Arthur Kohrman is director of LaRabida Children's Hospital 
and Research Center and associate professor of pediatrics at the 
University of Chicago School of Medicine. Mr. Wes Walker is ad- 
ministrative director of physical medicine and rehabilitation at our 
own Primary Children's Medical Center, and chairman of the 
Intennountain Health Care Pediatric Home Care Advisory Com- 
mittee out in my home State of Utah. 
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Ms. Betsy Davis is vice president for operations of VNS Home 
Care in New York, and Ms. Liz Ahmann is a nurse practitioner at 
Children's Hospital of Washington, DC., the home health care de- 
partment 

Now, I just want to tell you we are honored to have all of you 
here with us today to share with us your personal experiences with 
regard to pediatric home health care. We would like you to limit 
your testimony to 5 minutes each so we have some questions. 

I have a tremendous problem this morning because I have an- 
other hearing going on just two floors down that I need to get to as 
well. So I do want to hear all of you if I can, so we will start with 
you, Dr. Kohrxnan, first. 

STATEMENT OF ARTHUR F. KOHRMAN, DIRECTOR, LARABIOA 
CHILDREN'S HOSPITAL AND RESEARCH CENTER, AND PROFES- 
SOR AND ASSOCIATED CHAIRMAN OF PEDIATRICS, THE UNI- 
VERSITY OF CHICAGO SCHOOL OF MEDICINE, CHICAGO, ILL; 
WESLEY P. WALKER, ADMINISTRATIVE DIRECTOR, PHYSICAL 
MEDICINE AND REHABILITATION, PRIMARY CHILDREN'S MED- 
ICAL CENTER, AND CHAIRMAN, PEDIATRIC HOME CARE ADVI- 
SORY COMMITTEE, INTERMOUNTAIN HEALTH CARE HOME 
HEALTH AGENCY, SALT LAKE CITY, UT; ELIZABETH DAVIS, 
VICE PRESIDENT OF OPERATIONS, VISITING NURSE SERVICE 
HOME CARE, NEW YORK, NJ; AND ELIZABETH AHMANN, NURSE 
PRACTITIONER, HOME CARE PROGRAM, CHILDREN'S HOSPI- 
TAL NATIONAL MEDICAL CENTER, WASHINGTON, DC 

Dr. Kohrman. Thank you, Senator Hatch. I want to thank you 
and the committee for the chance to appear here this morning. 

The Chairman. By the way, Dr. Kohrman, and all of vou we will 
put your full statements in the record as though fully delivered. So 
if you can summarize, we would appreciate it. 

Dr. Kohrman. I am happy for tne chance to talk to you about 
my concerns about pediatric home care for children with long-term 
illnesses and disabilities. The dramatically compromised and yet 
optimistic children and families we have seen today represent a 
much larger group whose lives can be made more productive and 
whose care can be made more rational and less costly through redi- 
rection of our systems of medical care and our social institutions. 

We must have a firm commitment and support for the concept of 
helping children to live at home or in other reasonable alternatives 
to the acute care hospital settings in which so many of them now 
spend great portions of their lives. 

Most of these children will be dependent, at least economically, 
for many years, if not forever. It is unreasonable and unfair to 
imagine that in some way they will work themselves out of depend- 
ence. They will need outside help for the costs of the complex 
human services, equipment, and social organizations needed to 
ensure their best growth and development, which is, after all, our 
goal. 

We must also acknowledge that the problems these children and 
their families face are often not only perplexing, but somewhat re- 
pugnant to us. These children do not always fulfill the dominant 
image in our society ( " beautiful, mobile, well-proportioned, articu- 
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late human beinga They challenge our idealized sense of childhood 
and the joy with which we want to imagine our young children's 
lives. 

These psychological and social realities, combined with the rela- 
tively small numbers of these children and the high costs for their 
care, together create a very dangerous situation. 

These children are exceptionally vulnerable to the vagaries of 
the political process. Dependent as they are on State and Federal 
funding and on fluctuations in market forces in the private insur- 
ance industry, and without a concerted voice before legislative 
bodies, there is a great risk that they will be forgotten and buffeted 
by the uncertainties of politics. 

Thus, the central point of my message today is an appeal to the 
Congress to ensure that not only are programs for these children 
carefully thought through and put in place, but that this is done in 
a manner to guarantee that promises made to them in their child- 
hood are fulfilled as they grow and become adult citizens. 

If our goal is to give chronically ill children and their families 
the greatest opportunity for development and productivity, then 
the crudest act would be to erect programs which deliver that 
promise now but fail it later, when public attention is turned to 
other concerns. 

Even now, services for these children and their families are pres- 
ently very fragmented. Those services which chronically ill and dis- 
abled children need most are not traditionally the ones paid for or 
Prodded by standard orivate insurance or governmental programs. 

The needs of these children and their families are often not med- 
ical, but rather are social and psychological services, access to ap- 
propriate ancillary therapies, availability of equipment, and loca- 
tion of competent long-term case management which can intelli- 
gently interact with the needs and desires of the child and the 
family as they grow and change. 

Our reimbursement systems are presently almost all oriented 
toward inpatient hospital care and are focused on payment for phy- 
sician services and procedures, to the exclusion of the essential 
nonphysician support services. Most of our programs are institu- 
tionally oriented. We are now only beginning to learn how to look 
outside of our classic institutions to the homes and communities 
where these children ought to and can reside. 

Among the high priorities for children with long-term illnesses 
and disabilities which must be addressed in new programs and fi- 
nancing mechanisms are the following: First, provision and pay- 
ment for adequate outpatient and home care services; second, pay- 
ment for services delivered by other than physicians and nurses 
acting in traditional roles, such as psychologists, social workers, 
respiratory therapists, home helpers, and case managers; third, 
compensation for lost income opportunities for family members; 
25? I \xrS^Sfi m J l i Federal programs, particularly 

titles XVm, XK, and Title V, to make payment available for care 
in the home. Those program changes will, in turn, provide models 
and incentives to the private insurance industry; fifth, a series of 
alternatives to the very expensive and intensive tertiary medical 
care settings in which many of these children reside for months or 
even years awaiting movement to less restrictive environments; 
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sixth* programs which allow for continuous, rational case manage- 
ment either in the hands of well-informed and empowered parents 
ci in conjunction with payors and providers who understand and 
support tne concept of pediatric home care. 

There are several concerns that I and other proponents of home 
care have. These must be remembered as programs are developed 
and the pediatric hone care movement is encouraged. First, we 
must never allow thetj programs to be driven by cost or potential 
cost savings alone. That home care is, in fact, sometimes less costly 
than hospital care is fortunate; however, the major reason for chil- 
dren being at home is because it is a better place to be for growth 
and development and for the wholeness of their families, v 

Second, we must not create programs which . become one-way 
streets; that is, once home care is chosen for a child, that child 
should not then have difficulty reentering any of the appropriate 
medical care or other institutions in which benefit might be ob- 
tained either on a short- or long-term basis as the child grows, the 
family changes, or the disease or disability takes on new aspects. 

Third, we must be constantly on guard against exploitative en- 
trepreneurialism. Home care may be seen by some as an opportuni- 
ty for great profit, particularly as inpatient hospital utilization 
drops and the hospital industry shrinks. Preparation of these chil- 
dren and families for home care and the successful maintenance in 
the home setting requires meticulous attention with a high degree 
of professional skill. This planning process is very costly, requiring 
extensive human resources. It is unlikely that pediatric home care 
when properly executed can be a fertile field for large profits, 
which leads directly into my next concern. Fourth, there is an 
urgent and pressing need for establishment of standards of care, 
equipment, and continuity in the burgeoning home care industry. 

Although the industry itself should begin to develop those stand- 
ards, both reasons of protection of the patients and their families 
as well as because of rears of fiscal abuse, it may be necessary for 
the appropriate governmental agendo** to take the initiative in a 
standard setting. One hopes this can be done in conjunction with 
the many proven and competent agencies and companies in the pri- 
vate sector. 

Finally, we must always maintain our respect for the family's 
other priorities. Newly revised systems must permit a continuous 
renegotiation with the families and provide the opportunity for 
such respite care or other assistance that is necessary to permit the 
families who care for complex children to attend to their other 
children, to their work, to theJr careers, and recreation. 

In response to the concerns 1 have described, I wish to close with 
several brief proposals addressing the financing and the organiza- 
tion of ser 'ces to support appropriate pediatric home care. I will 
be happy to meet and elaborate on these with members of the com- 
mittee or staff at any time. 

First, the ultimate goal of all of us in medicine and all of us as 
citizens should be the elimination of the conditions, congenital mal- 
formations, and diseases which cripple children. This requires con- 
tinuing basic research and the continued support of the programs 
of the National Institutes of Health and the other branches of the 
Federal Government which are directed at the primary prevention 
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of birth defects, reduction of infant morbidity and mortality, and 
reduction of environmental hazards to the unborn and developing 
child. These should continue to have high priority. 

Second, I urge new efforts involving HCFA, the Department of 
Health and Human Services, especially its Division of Maternal 
and Child Health, and the private and philanthropic sectors in the 
development of joint demonstration and research projects which 
will address a number of new issues, including: First, multilevel 
hospital and institutional care systems. These should include tradi- 
tional tertiary care, transitional hospital care, and home care or 
reasonable alternatives to home care so that the chronically ill and 
disabled child can at any given time be in the most appropriate, 
least restrictive, most supportive and nurturing, and least costly 
environment. 

Second, out-patient versus in-patient care; demonstration projects 
should encourage a shift of locus of care into out-patient rather 
than in-patient settings and allow the appropriate reimbursement 
of nonphyricians who provide needed services as well as physicians. 

Third, different forms of case management and the outcomes and 
costs of each; demonstration projects should begin to identify the 
systems which will best ensure continuity of care for the child and 
family, the maintenance of family integrity and containment of 
costs. 

Fourth, trust funds for the long-term care of our chronically ill 
and disabled children; we should develop such trust fonds, possibly 
as collaborations between the public, private and philanthropic sec- 
tors, in order that all of the payors may benefit from the time 
value of money invested against future payouts. Of course, such 
trust fund arrangements must be coupled with active and thought- 
ful case management. The possibilities here for creative collabora- 
tion between providers and payors are truly exciting. 

Furthermore, I wish to emphasize the importance of the Title V 
crippled children's and related programs in the future of care for 
chronically ill and disabled children. Title V programs are one 
place where there is convergence of interest both in the organiza- 
tion of services and in the financing opportunities and mechanisms. 
In addition, the title V programs have a great deal of influence on 
the directions and inclinations of the private and philanthropic sec- 
tors. Where those three can work together, extremely effective pro- 
grams for chronically ill children can be realized. I would also hope 
that initiatives to bolster and encourage the role of the title V 
State agencies will carry with them strong Federal incentives to 
State legislatures and executives. 

I am grateful for the opportunity to address the committee on 
this very important issue for pediatrics, for parents, for children, 
and for our society. I am encouraged by your concern and, with 
you, look forward to the time when we can guarantee that all chil 
dren will have the same opportunities of growth, development, edu- 
cation, and joy in their homes and families that we all wish for our 
own. 

Children's chronic illness, disability, or even dependency on com- 
plex technology should not be barriers to that simple, but pro- 
foundly important demonstration of the values of our society. 

Thank you very much. 
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[The prepared statement of Dr. Kohrman follows:] 

TESTIMONY 



UNITED STATES SENATE 
COMMITTEE ON LABOR AND HUMAN RESOURCES 
SENATOR ORRIN G. HATCH, CHAIRMAN 

JUNE 18, 1985 



HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN 



ARTHUR F. KOHRMAN, M.D. 

LA RABIDA CHILDREN'S HOSPITAL AND RESEARCH CENTER 
DEPARTMENT OF PEDIATRICS 
THE UNIVERSITY OF CHICAGO 
CHICAGO, ILLINOIS 
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I want to thank you for the opportunity to dlacuae with yog the naada for 
and ay concern, about pediatric hoe* cara for children with long-tar* inneeaee 
and dlsabllltlaa. The drastically compromlaed yet optimietic children and 
ftBlllee ve have aean today represent s much larger group wfe *• llvee cen be 
made more productive and whose care can be made more rational and laee coetly 
through re-direction of our syetems of Medical cara and our eoclal iretitutions. 
We euet have a firm commitment to and eupport for the concept of helping children 
to live at hose or in other reaaonabla alternative to the acute-care hospital 
aetting* in which »o many of then now epend great portione of their live*. 

Moet of theae children will be et leaat economically dependent for aauy yaara 
if not forever. It la unreaaonabla and unfair to imagine that in some way they 
will work thensolveft out of dependence on out aide help for the coete of the 
complex human eervlcee, equipment and aoclal organist iona needed to insure 
their beet growth end development, which is, after all, our goal. We suet eleo 
ecknowladga that the problems these children end their families fece ere often 
not only perplexing but somewhat repugnant to us. Theae children do not elweye 
fulfill the dominant Image in our socisty of bssutlful, *oblls, well-proportioned, 
erticulete husnn beings. Thsy challenge our idealised aense of childhood and 
the Joy with which We went to Imeglne our young children *e livee. Theee peycho- 
logicel end aocial forces, combined with ths rsletively a a* 11 numbere of theee 
children and the high coete for their cere, together creete e very dengeroue 
eltuetion: theee children are exceptiot~Uy vulnereble to its vagariaa of the 
politicel proceee. Dependent a a thay are on atete and federeJ. funding and on 
fluctuationa in market forcee in the privete insursncs industry, snd without « 
concerted voice before legislstivs bodiee, there le e great riak that they will 
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be forgotten end buffeted by the uncar taint lae of politic*. 

Tinx'j, the central concern of my mim|« today la aa appaal to tha Cougreee 
to la aura that not only ara program* for thaee children carefully thought through 
and put In place, but that thla la dona In a manner to guarantee that promlaea 
made to them is their childhood ara fulfilled aa they grow and become our adult 
citizen*. Xf our foal la to give chronica? ly~ ill children and their femilie* 
tha greateet opportunity for development and productivity, then the crueleet act 
me can «par form mould be to erect program* which deliver that promlae now and 
fall It later, when public attention le turned to other oncorna. 

Servlcee for theae children and thalr famlllaa are preaently vary fragmented j 
theaa aervlcee which chronically- ill and dlaabled children need moat ere not 
traditionally the once peld for or provided by ataadard private inauranca or 
govemmtntal program*. The neede of theaa children aad their f ami lis* are leee 
of tea mtdlcel than thay ere In the ereae of eoclel aad paycbolog leal aervlcee* 
ecceee to appropriate ancillary thsreplee» availability of equipment, aad location 
of competent forma of long-term case management which caa Intelligently Interract 
with the neede and deelree of the child end the family ae they grow and change. 
Our reimburaeaent eyatema ara preaently tlmoet ell oriented toward In-petltnC 
hoepltel care and focused on peyment for pbyalclan aervlcee and procedures, to 
the exduelon of the eeaential non-phyeiclaa support aervlcee. Moat of our 
progreaa ara iaetitutioaelly-oriented; we ere now only beginning to learn how to 
look out a ids of our deeelc institutions to the homee aad commualtlee where 
theee children ought to ead can raelde. 

Among the hlfh prioritise for children with long-term lllaeeaee aad 
diaahllltlaa which must be sddrsssed la new program* aad f inancin g mechanisms ara 




45 



the following: £ir.t. provision and p.yment for .deouet. outpatient .nd hone 
c.r. .ervicee; Mc ond. p.ynent for -rvicaa d.livarad by othera than phyaicUna 
and nuraaa acting in traditional rolee, auch aa paycbologiata. .ocial work.re. 
respiratory th*rapi.ta. hone halpara. and ccmpanaation for loat income oppor- 
tunitiaa for family mbiri; third, provieione for availability of and p.ynent 
for c.r« in the hoa* through axiating fadaral program., particularly TltU XVIII. 
Titl. m. and Titl. V. Thaaa program changaa will, in turn, provida nodale and 
incentive, for the private insurance Induatry; fourth, « w iaa of altarnativaa 
to the very expaneiva and intenaiva tartUry amdlcal care eattinge in which many 
of thaaa childran reeide for nonth. or evan yaare awaiting aova**nt to laaa 
raetiictive environmnte; fifth, prograaa which allow for contiwoua, rational 
caaa managaaant. .ithar in tha hand, of wall-infomad and empowered parent, or 
in conjunction with payor, and providare who underetand and aupport the concept 
of pediatric hone cere 

There are aaveral concerne that I and othara who are proponent, ot hone 
care have and thaee nuat be rananberad a. program, .re develop** and tha pediatric 
hone car. novnent i. .ncour.g.d: Fir.t. wa nuat navar allow thaaa program, to 
be driv«n by coet or potential co.t-aavinga alone; that hone car. ia. in fact, 
•onetime, lea. co.tly than hoapitel care ia « fortunate occurrence. However, 
tha nejor reaeon for childran being at hone la bacauae it ia a batter place to 
be - for growth and development, and for tha :j»tartn«a» of th«ir fanlllae; 
••cond. wa cannot create program which become "one-way .treat.*; that ia. once 
home cara ia choean for a child, that child eoould not than hava difficulty 
ra-antaring any of tha appropriate nndicel care or other lnetlturloa. in vhich 
banef it night be obuinad - aithar on a abort- ok lonf-tern haaia - a. tha 
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child growe, or the f tally changte, or the Aim**— or dlteblllty takae on new 
eepects; third, we must be conetently on guard egalnet exploitative entrepre- 
nuarlellsa. Bob* ctn !■ being sesn by iom ■• an aopportunlcy for greet profit, 
particularly ■■ Inpetient hospitsl utllUatlon drops and tha hoepital industry 
shrlnka. fraperetios of thaaa chlldran and faalllee for home cara and thalr 
successful aeiatcnanca in tha host aattlng requires reeutuloue attantlon with a 
hi#,h dagrac of profs islonal skill. This planning procass Is vary costly in 
tarms of human -eaourcae. It Is unllkaly that padiatric home cars, when properly 
executed, will ba a fcrtlla flald for larga profits; vbich laads dlractly into 
ay naxt concern; fourth, thsrc Is an 'int «nd preeelng naad for tha eetabllah- 
ment of standards of csrc, equipaent and continuity in tha burgaoning hoaa cara 
industry. It would, of course, ba daslrabl* and appropriate for cha industry 
ltsslf to bsgin to dsvalop those stendarde. However , both for reasons of 
protection of tha petlents end their families es well ss beceuee of feara of 
f lacel abuse, it may ba necessary for tha appropriate governmentel egenciee to 
take tha initiative in stendard-aetting. One hopes that thle can ba dona in 
conjunction with the many well-intentioned and c crepe tent egenciae end coapenlee 
in the privets eactor elreedy Involved in pediatric horns cere. 

Finally, we must slwsys aeinteln our reepect for the families* other 
priorities. Mswly revised systems suit permit e contlnuoue renegotiation vlth 
tha families snd provide the opportunity for such respite cere or other aeeletence 
that le naceetery to permit the families who cere for complex children to ettend 
to the other children, to their work, their cereere end re crest Ion. 

I wish to cloee with severel brief proposals concerning financing and 
organisation of aervlcee to support appropriate pediatric home cere. 1 have 
eleboretcd upo** these in my written testimony end will be happy to meet end 
diecuwe tfceie vlth members of the Committee or eteff et eny time: FlMi the 
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ultiaeta goal of .11 of us la Mdlclne - *cd all of us ss c it 1mm - .hould 
bs ths .limitation of the conditions, congenital .elformetioes end diseases 
riich erippls children, ihia will only be accoapliehad through coatinusd bsslc 
research and tha continue support of the research program* of cba Rational 
Instltutsa of Haalrn and la ths othar branch., of tha Feeerel Covmmnt mfcich 
mre dlrsctad st ths primary pr amotion of birth defecte. reduction of infant 
morbidity and mortality, snd reduction of anriroos^atal hassrda to tha unborn 
snd developing child; thass should continue to have high priority? second. I urge 
initiates involving BC7A. ths Department of mealth and Buntn Service* - 
especially its Division of Ketenul and Child Baalth - and tha prlvsts and 
philsnthropic .actors in tht dsvalopaant of joint demonetratioo and rssaarch 
projscts which will address tha following: 

(s) ths development of « multi-level hospital snd InstltL^onsl cars sy.tem 
to includs tertiary cars, trsnsltional hospital cars, and home cars 
or rsssonsbls sltsrnstlvss to home cars, so that tha chronically-ill 
snd diasblsd child can, st say glvan tins, ba in tha laast restric- 
tive, most supportlva snd nurturing and laast costly environment 
appropriate to ths child** and family* e nssds; 

(b) danonstration projscts which parwlt ettempte to shift ths locus of 
csrs into out-pstlant ratbsr than in-petlent sattlngs and which 
allow ths spproprUts reimbursement of non-phyticiac aa wall aa 
modi' al ssrvlcss; 

(c) demcnstrstlon projscts %hich axplora diffarsnt forms of casa managa- 
■ant rod ths outcomes and costs of each, to begin tc ldsntify ths 
systena which will **aore tha beet continuity of care for tha child 
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•nd family, containment of coata. and maintenance of family integrity; 
(d) demonatration projecta, poaalbly aa colleboratlona between cba private, 
public and philanthropic aactora, which will axplora cha poaaibility 
of aettlsg up cmac fund* for tha long-term cara of our chronically- 
ill and diaablcd childran in ordar that all r»? tha payora may banaflt 
from tha tima valua of monay inveated agalnat futura payouts. Such 
truat fund arrangementa muat ba couplad with activa and thoughtful 
caaa management; tha poaalbllltlaa hara for creative colXaboratlona 
batwaan providera and payora ara exciting. 
I alao vlah to emphaaiae tha importanca of tha Tltla V Crippled Childran* a 
and ralatad programa in tha futura of cara for chronically-ill and dlaablad 
childran. Our Titla V programa provide tha one placa *iara thara ia convarganca 
of intaraata both in the organization of aarvlcaa and in tha financing opportu- 
nitiea and mechaniams. In addition, in many of our atataa tha Tltla V programa 
have a graat deal of influence on tha diractlona and Incllnatlona of tha private 
ar.J philanthropic aectora. Where thoae three i*n work together, extremely atrong 
programa for chronically-ill children can be realized. 1 would hope that 
lnitiativea to bolater and encourage the role of the Title V atata agenclea would 
carry with them atrong incentivea to atate legialaturea and executivea to work 
alongside the feder. • lnitiativea to bring to fruition the programa which the** 
children and their familiea ao badly need. 

1 am grateful for the opportunity to addreaa the Committee on thia very 
important iaaue for pediatrlca, for parenta, for children, and for our aociety. 
1 ao encouraged by your concern and, with you, look forward to the time when 
we can guarantee that all children will have the aamr opportunltiea of growth, 
development, education end Joy in the midat of their hooea and faaillea that 
we all wiah for our own. Children 'a chronic illneaa, diaabillty, or even 
dependency OlI complex technology ahould not, in itaelf, be barriera to that 
simple - but profoundly important - demonstration of the valuea of our 
society . 
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Senator Hawkins [presiding]. Thank you, Doctor 
Mr. Walker. 

Mr. Walkxr. I appreciate this opportunity to share with the 
committee some of the success we have had with pediatric home 
health, and also some of the barriers to success that we have expe- 
rienced is a pediatric home health entity. 

Intei. mountain Health Care is a nonprofit corporation serving 11 
StateB. IHC owns and operates 26 hospitals and affiliate withover 
100 hospitals, programs, and services. It also owns the largest home 
health agency in the State of Utah. 

The Primary Children's Medical Center is a member of the IHC 
family and is a fall-service pediatric hospital serving the inter- 
mountain West Like many other well-equipped children's medical 
centers and hospitals across the United States, Primary Children's 
possesses the latest m medical technology and life-saving ability 

Chilttivm who would have died even a uhort decade ago are now 
being saved, but society and modern medicine, with its fish techno- 
logical, life-saving measures, have not kept pace with the programs 
and resources necessary to medically, as well as socially and emo- 
tionally, manage these children once their fragile lives have been 
saved. 

Are we saving these children simply because we have the ability 
to do so, or do we save them with the commitment to also provide 
them with a reasonable quality of life? Will these chttdren remain 
captives of institutional care and an extensive burden to society, or 
will they, tough provision of rehabilitation, home health care 
and other valuable programs, return to their homes and families to 
become productive members of society? 

Even further behind the pa*» of medical technology are Govern- 
ment and private insurance reimbursement entities. Tho inflexibil- 
ities of these programs designed primarily to care for .he elderly 
and adult populations leave the needy child and his or her family 
hopeless and at the whim of costly institutional care. 

An example of this inflexibility can be found in the case of baby 
girl Smith, who was born prematurely just weeks age at a Salt 
Lake City hospital. Standing between this infant and the arms of 
her parents was a 10-day course of IV antibiotic therapy, after 
which she was to be discharged to home. 

fflC Pediatric Home Care was contacted in an effort to get the 
child home sooner. Medication was to be administered by a home 
health nurse twice a day, with a cost to Medicaid of about $65 a 
day for the 10-day course of treatment. 

In the Stato of Utah, twice-a-day home health nursing care is 
specifically excluded by Medicaid. Therefore, Medicaid elected not 
to cover the home health care costs for baby girl Smith, who re- 
mained m the hospital's newborn intensive care unit at a cost of 
approximately $150 to $800 per day for the prescribed 10-day 
course of antibiotic therapy. 

This same senseless inflexibility is still experienced on a wide- 
scale basis. Even though in many instances we find funding for the 
chronically ill or handicapped children referred to IHC Pediatric 
Home Care, the parents of many of these children find themselves 
trapped between the need to provide 24-hour care and the needs of 
other family members, including themselves. 



ERIC 



54 



50 

Funding for respite care is still very scarce indeed either from 
Government sources or from the private, third-party reimburse- 
ment companies. Take, for example, the parents of an infant suffer- 
ing from bronchopulmonary dysplasia. Their child is home with the 
support of pediatric home health services, but they are responsible 
for providing respiratory therapy treatment every 3 hours, 24 
hours a day. No respite funding is available. 

For pediatric home care to be successful and truly effective, 
family care givers periodically require time to stand aside in order 
to regain their perspective on life and the needed strength and en- 
durance necessary to continue this oftimee overbearing responsibil- 
ity of caring for the chronically ill child at home. 

As national pediatric home care policy is developed and adopted, 
it needs to incorporate reimbursement for respite care. 

Seeing the need for development of pediatric home health along 
the Wasatch Front in Utah, the Primary Children's Medical Center 
and IHC Home Health Agency developed as a joint venture IHC 
Pediatric Home Care. The final development combines the strength 
of an experienced and well^equipped home care organization with 
pediatric excellence and caring. 

Patients typically seen and cared for by our service suffer from 
bronchopulmonary dysplasia, feeding problems, development delay, 
and are at risk for neurological impairment. We also see a large 
number of rehabilitation cases, including severe head trauma. 

Our pediatric home care team consists of registered nurses, phys- 
ical, occupational, speech and respiratory therapists, as weT as 
medical social workers, pharmacists and dieticians, all from pediat- 
ric backgrounds. 

Medica? direction is provided by physicians with pediatric speci- 
alities and, of coun e, the child's own attending physician. Services 
provided by Pediatric Home Care include skilled nursing, ventila- 
tor care, apnea monitoring, hyperalmentation and IV therapy, re- 
habilitation, hospice care, and others. 

The cost of health care for children can be dramatically reduced 
with the appropriate application of home health care. In fact, cost 
reduction is the principal motivating factor behind the recent 
growth in home care interest nationwide. 

In the spring of 1984, Primary Children's Medical Center con- 
ducted a cost comparison study involving patients in the hospital 
that could benefit from pediatric home care serviced. Patients were 
reviewed from nearly all service areas oi the hospital, including 
infant special care, infectious disease, the medical surgical unit, re- 
habilitation, hyperalmentation, and patients requiring IV antibiot- 
ics, as well as ventilator-dependent children. 

As a result of this study, it was estimated that third-party payors 
combined, including Medicaid, could save as much as $900,000 per 
year in hospital expenses if these children were involved in home 
care programs. 

Obtaining reimbursement has been an uphill battle and has pre- 
sented a serious obstacle to the provision of pediatric home health 
services in our community and State. However, we are now begin- 
ning to realize moderate success in dealing with third-party reim- 
bursement as these companies and agencies slowly open their eyes 
to the benefit of pediatric home health care. 
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Currently, meet children referred for services are approved on a 
per-case basis for insurance reimbursement. Even though some cov- 

W t ^ l et to 860 ^e major pXTchLSe 
necessary to make home health care more readily accessMTto 
chronically ill and handicapped children. 10 
«„ ™fiV te Weak moments, pediatric home health care has had 
an overall positive impact on the communities we serve. Take for 
23TSS; 8 Veiy WW mother hving in a home with no telephone 
^A^L a Te ^ tiy d ^ 8char » ed ***** newborn child. When the 

mSLrTrurn^rSeir 4017 ^ *™ ^ fc S 

and was able to save the child's life. We SefoSnf SS Itti bS 

fon^T 1 ^ M 0CCUrr ? n u Ce for ^r^come families with at-risk in- 
fante and children at home to be unable to afford a telephone 
ST^S?*^ T ^^^ly at greater risk wftnouttffS: 
ty to commumcate with the very sources that may save their Uvea. 

T L^ 0 ? er -i 0CCa ?i2 n ' \ h ? me health nuree was making a routine 
call on a family with a child recently released from a newborn in! 

SSrtST.E?' ^. bronchopulmonary dynplasTshe waVevX: 
atang^the child's respiratory status and discovered something was 

i,,!^^^ 0 " r was .recommended and, upon hospitalization, a 
lung abcess was found which could have been life-SireateS tf 
^&r^ d Unat ^ n ^ ed - ^ ^ the lifosavtog^rv- 
™£Li "5? y th J ^ nU ^ se > y ^ available to detect thisserious 
rfc 8 * 16 ^ hundreds of dollars in hospital medical expense 
zation Pr0blem ^ hating the ertenTofhos^TtaS 

twJfei^S example of the benefits of home health care is 
that of Kurtis, a 12-year^Td boy who was struck by an automobile 

0< te 1 E? b i^ cle - 1 week P rior to hte accident, Kurtte 
had received the Kiwanis Hope of America Award. Now he was 

^ mUltiple inju ? es ' ^ severe iSad trauZ 
<v™ TV f was slow, with little or no improvement 

from day to day. He was admitted to Primary Children's RehabiS- 
tion^t^S.^ ^to^therapies, andwhile his medical 31 
taon stabilized, there was still no indication of substantial improve- 



th^fKf" tyP"*^ fesp?^ better in familiar surroundings, 
SrP H^Z r ? &de to - Charge Kurtis with pediatric home 
care support. Regular nursing visits, along with consistent physical, 
speech and occupational therapy, were prescribed. The parents 
were taught and carried out a therapeutic treatment program^ 

hJTJfr J M ?l of Kurtia and emotional concerns laid to rest 

by being at home in an environment more familiar, he began to 
make slow progress. Today, Kurtis is walking, talking and riding 
tE^X* T^.^ thou * h Kurtia ™w receives hisXrS 
S £ he h 06 ^ s out-patient services, the provision of peS 
™e™l™TJTu ** att "huted with promoting much of KurWre- 
covery and at the same time facilitating a much less disruptive 
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It is also responsible for saving thousands of dollars in intensive 
in-patient rehabilitation care by enabling early discharge. 

In conclusion, as modern medicine continues to expand and de- 
velop its life-saving technologies, we must realize that it is not 
enough simply to save lives, but we must also bear the responsibil- 
ity of adding quality to the fragile lives that we have spared. 

Pediatric home care is a modern health care service with roots 
that pre-date institutional-based care. It reflects the modern 
achievements of medical science applied in a practical, sensible and 
cost-effective fashion. It has been proven to lend much to the stabil- 
ity of families and quality of life of chronically ill and handicapped 
children. 

Pediatric home care is an entity whose time has come, and yet 
still faces substantial barriers to making it an option more readily 
available to all those who may benefit from its varied and valuable 
programs. 

I appreciate the committee bringing pediatric home care to light 
in this fashion and appreciate the opportune j of ^stifying on 
behalf of pediatric hone health. Thank you. 

[The prepared statement of Mr. Walker follows.] 
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DISTINGUISHED SENATORS, MY NAME IS WES WALKER. I AH ADMINISTRATIVE DIRECTOR 
OF PHYSICAL NEDI CINE AND REHABILITATION AT PRIMARY CHILDREN'S MEDICAL CENTER IN 
* SALT LAKE CITY, UTAH AND CHAIRMAN OF THE PEDIATRIC HOME CARE ADVISORY COWITTEE 
FOR INTERMOUNTAIN HEALTH CARE HOME HEALTH AGENCY ALSO LOCATED IN SALT LAKE CITY. 
I APPRECIATE THIS OPPORTUNITY TO SHARE WITH YOU SOME OF OUR SUCCESS AND ALSO SOME 
OF THE BARRIERS TO SUCCESS THAT WE HAVE EXPERIENCED AS A HOME HEALTH ENTITY. 

INTERMOUNTAIN HEALTH CARE IS A NON-PROFIT CORPORATION SERVING 11 WESTERN 
STATES. I.H.C. OWNS AND OPERATES 26 HOSPITALS AND AFFILIATES WITH OVER 100 HOSPI- 
TALS. PROGRAMS AND SERVICES. IT ALSO OWNS THE LARGEST HOME HEALTH AGENCY IN THE 
STATE OF UTAH. 

PRIMARY CHILDREN'S MEDICAL CENTER IS A MEMBER OF THE I.H.C. FAMILY AND IS A 
FULL SERVICE PEDIATRIC HOSPITAL SERVING THE INTERMOUNTAIN WEST (UTAH. IDAHO, NEVADA, 
MONTANA, WYOMING, AND PARTS OF COLORADO, NEW MEXICO AND ARIZONA). IT IS THE ONLY 
FULL SERVICE PEDIATRIC MEOICAL CENTER BETWEEN DENVER AND THE WEST COAST. LIKE MANY 
OTHER WELL EQUIPPED CHILDREN'S MEDICAL CENTERS AND HOSPITALS ACROSS THE UNITEO 
STATES, PRIMARY CHILDREN *S POSSESSES THE LATEST IN MEDICAL TECHNOLOGY AND LIFE 
SAVING ABILITY. CHILDREN WHO WOULD HAVE DIED EVEN A SHORT DECADE AGO ARE NOW BEING 
SAVEO. BUT SOCIETY AND MODERN MEDICINE WITH IT'* HIGH TECHNOLOGICAL LIFE SAVING 
MEASURES HAVE NOT KEPT PACE WITH THE PROGRAMS AND RESOURCES NECESSARY TO MEDICALLY 
AS WELL AS SOCIALLY AND EMOTIONALLY MANAGE THESE CHILDREN ONCE THEIR FRAGILE LIVES 
HAVE BEEN SAVED. 

I POSE THIS QUESTION: ARE WE SAVING THESE CHILDREN SIMPLY BECAUSE WE HAVE 
THE ABILITY TO DO SO, OR DO WE SAVE THEM WITH THE C .fHENT TO ALSO PROVIDE THEM 
WITH A REASONABLE QUALITY OF LIFE? WILL THESE CHILDREN REMAIN CAPTIVES OF 
INSTITUTIONAL CARE AND AN EXPENSIVE BURDEN TO SOCIETY OR WILL THEY, THROUGH THE 
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PROVISION OF REHABILITATION, HOME HEALTH CARE AND OTHER VALUABLE PROGRAMS, RETURN 
TO THEIR HOMES AND FAMILIES TO BECOME PRODUCTIVE MEMBERS OF SOCIETY? 

EVEN FURTHER BEHIND THE PACE OF MEOICAL TECHNOLOGY ARE GOVERNMENT AMD PRIVATE 
INSURANCE REIMBURSEMENT ENTITIES. THE INFLEXIBILITIES OF THESE PROGRAMS, 0ESI6NE0 
PRIMARILY TO CARE FOR THE ELDERLY AND ADULT POPULATIONS, LEAVE THE NEEDY CHILD AND 
HIS OR HER FAMILY HOPELESS AND AT THE WHIM OF COSTLY INSTITUTIONAL CARE. 

AN EXAMPLE OF THIS INFLEXIBILITY CAN BE FOUND IN THE CASE OF BABY GIRL SMITH. 
MHO MAS BORN PREMATURELY JUST WEEKS AGO, AT A SALT LAKE CITY HOSPITAL. STANDING 
BEiWEEN THIS INFAHT AND THE ARMS Of HER PARENTS WAS A ID DAY COURSE OF I.V. ANTI- 
BIOTICS AFTER WHICH SHE WAS TO BE DISCHARGED TO HOME. I.H.C. PEOIATRIC HO* CARE 
WAS CONTACTED IN AN EFFORT TO GET THE CH'LD HONE SOONER. MEOICATION WAS TO BE 
ADMINISTERED BY A HOME HEALTH NURSE TWICE A DAY WITH A COST TO fCOlCAIO OF ABOUT 
$65 A DAY FOR THE 10 DAY COURSE OF TREATMENT. IN THE STATE OF UTAH, TWICE A DAY 
HOME HEALTH NURSING CARE IS SPECIFICALLY EXCLUDED BY MEDICAID. THEREFORE, MEOICAIO 
ELECTED NOT TO COVER HOME HEALTH CARE COSTS FOR BABY GIRL SMITH WHO REMAINED IN 
THE HOSPITAL'S NEWBORN INTENSIVE CARE UNIT AT A COST OF APPROXIMATELY $300 PER OAY 
FOR THE PRESCRIBED ID DAY COURSE OF ANTIBIOTIC THERAPY. THIS SAME SENSELESS FLEXI- 
BILITY IS STILL EXPERIENCED ON A WIDE SCALE BASIS. 

EVEN THOUGH, IN MANY INSTANCES, WE FINO FUNDING FOR THE CHRONICALLY ILL OR 
HANDICAPPED CHILDREN REFERRED TO I.H.C. PEDIATRIC HOIC CARE, PARENTS OF MANY OF 
THESE CHILDREN FIND THEMSELVES TRAPPED BETWEEN THE NEED TO PROVIDE 24 HOUR CARE 
AND THE NEEDS OF OTHER FAMILY MEMBERS INCLUDING THEMSELVES. FUNDING FOR RESPITE 
CARE IS STILL VERY SCARCE INDEED, EITHER FROM GOVERNMENT SOURCES OR FROM PRIVATE. 
THIRO PARTY REIMBURSEMENT COMPANIES. TAKE FOR EXAMPLE THE PARENT'S OF AN INFANT 
SUFFERING FROM BRONCHOPULMONARY DYSPLASIA. TiSIR CHILO IS HOME WITH THE SUPPORT 
OF PEOIATRIC HOME HEALTH SERVICES, BUT THEY ARE RESPONSIBLE FOR PROVIDING 
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RESPIRATORY THERAPY TREATMENT EVERY THREE HOURS, 24 HOURS A DAY. NO RESPITE FUNDING 
IS AVAILABLE. FOR PEDIATRIC HOKE CARE TO BE SUCCESSFUL ANO TRULY EFFECTIVE, FAHILY 
# CARE GIVERS PERIODICALLY REQUIRE TIME TO STAND ASIDE IN ORDER TO RE6AIN THEIR 
PERSPECTIVE ON LIFE AND THE NEEDED STRENGTH AND ENDURANCE NECESSARY TO CONTINUE 
THIS OFTIMES OVERBEARING RESPONSIBILITY OF CARING FOR THE CHRONICALLY ILL CHILD 
AT HOME. AS NATIONAL PEDIATRIC HOME CARE POLICY IS DEVELOPED AND AOOPTEO, IT NEEDS 
TO INCORPORATE REIMBURSEMENT FOR RESPITE CARE. 

SEEING THE NEEO FOR DEVELOPMENT OF PEDIATRIC HOME HEALTH ALONG TKZ WASATCH 
FRONT IN UTAH, PRIMARY CHILDREN'S MEDICAL CENTER AND I.H.C. HOME HEALTH AGENCY 
DEVELOP EO, AS A JOINT VENTURE, I.H.C. PEDIATRIC HOME CARE. THE FINAL DEVELOPMENT 
COMBINES THE STRENGTH OF «■ EXPERIENCED AND WELL EQUIPPED HOME CARE ORGANIZATION 
WITH PEDIATRIC EXCELLENCE AND CARING. THE PROGRAM WAS INSTITUTED IN THE FALL OF 
1984 ANO EVEN THOUGH WE HAVE BEEN IN EXISTENCE LESS THAN ONE YEAR, WE ARE ALREADY 
RENDERING OVER 100 VISITS PER MONTH IN THE SALT LAKE AREA AND HAVE EXPANDED OUR 
SERVICES TO THE CENTRAL PART OF THE STATE. PATIENTS TYPICALLY SEEN AND CARED 
FOR BY OUR SERVICE SUFFER FROM BRONCHOPULMONARY DYSPLASIA, FEEDING PROBLEMS, 
DEVELOPMENTAL DELAY ANO ARE AT RISK FOR NEUROLOGICAL IMPAIRMENT. WE ALSO SEE A* 
LARGE NUMBER OF REHABILITATION CASES INCLUDING CHILDREN WITH MODERATE TO SEVERE 
HEAD TRAUMA. 

OUR PEDIATRIC HOME CARE TEAM CONSISTS OF REGISTERED NURSES, PHYSICAL, OCCU- 
PATIONAL, SPEECH AND RESPIRATORY THERAPISTS AS WELL AS ME01CAL SOCIAL WORKERS, 
PHARMACISTS, AND DIETITIANS, ALL FROM PEDIATRIC BACKGROUNDS. ME01CAL 01RECTI0N 
IS PROVIDED BY PHYSICIANS WITH PEDIATRIC SPECIALTIES, AND OF COURSE THE CHILD'S 
OWN ATTENDING PHYSICIAN. SERVICES PROVIDED BY PEDIATRIC HOME CARE INCLUDE SKILLED 
NURSING, VENTILATOR CARE, APNEA MONITORING, HYPERALMENTATION ANO I.V. THERAPY , 
REHABILITATION, HOSPICE CARE AND OTHERS. 
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PEOIATRIC HOME CASE IS AN INTENSE SERVICE THAT DOES NOT CONTINUE TO SERVE 
PATIENTS ANO FAMILIES OVER AN EXTENDED PERIOD OF TIME. ALL TRAINING PROVIDEO BY 
THE HOME CARE TEAM IS GEARED TOWARO HELPING THE PARENTS LEARN THE SKILLS AND CON- 
FIDENCE NECESSARY IN TENOING TO THEIR CHILO' S UNIQUE MEOICAL ANO PSYCHOSOCIAL 
NEEDS BEYOND THE ACUTE SCOPE OF CARE. 

THE COST OF HEALTH CARE FOR CHILDREN CAN BE DRAMATICALLY REOUCEO WITH THE 
APPROPRIATE APPLICATION OF HOME HEALTH CARE. TH FACT, COST REOUCTION IS THE 
PRINCIPLE MOTIVATING FACTOR BEHIND THE RECENT GROWTH IN HOME CARE INTEREST NATION- 
WIDE. 

THE AMERICAN ASSOCIATION OF RESPIRATORY THERAPY ESTABLISHED THE AVERAGE COST 
OF CARING FOR A VENTILATOR DEPENDENT CHILO IN THE HOSPITAL AT APPROXIMATELY $271,000 
A YEAR. CARING FOR THE SAME CHILO AT HOME WOULO REQUIRE ABOUT $21,00* PER YEAR. 

IN THE SPRING OF 1984, PRIMARY .CHILDREN'S MEOICAL CENTER CQNOUCTEO A COST 
COMPARISON STUDY INVOLVING PATIENTS IN THE HOSPITAL THAT COULO BENEFIT FROM PEOIATRIC 
HOME CARE SERVICES. PATIENTS WERE REVIEWEO FROM NEARLY ALL SERVICE AREAS OF THE 
HOSPITAL, iNttUOING INFANT SPECIAL CARE, INFECTIOUS DISEASE, THE MEOICAL SURGICAL 
UNIT, REHABILITATION, HYPERALMENTATION ANO PATIENTS REQUIRING HOME I.V. ANTIBIOTICS 
AS WELL AS VENTILATOR DEPENOENT CHILOREN. AS A RESULT OF THIS STUOY, V WAS 
ESTIMATEO THAT THIRD PARTY PAYERS CCHBINEO, INCLUOING MEOICAIO, COULO SAVE AS MUCH 
AS $900,000 PER YEAR IN HOSPITAL EXPENSES IF THESE PATIENTS WERE INVOLVEO IN HOME 
CARE PROGRAMS. 

OBTAINING REIMBURSEMENT HAS BEEN AN UPHILL BATTLE AKD HAS PRESENTEO A SERIOUS 
OBSTACLE TO TBC PROVISION OF PEOIATRIC HOME HEALTH SERVICES IN OUR COMMUNITY ANO 
STATE. HOWEVER, WE ARE NOW BEGINNING TO REALIZE MODERATE SUCCESS IN OEALING WITH 
THIRO PARTY REIMBURSEMENT AS THESE COMPANIES ANO AGENCIES SLOWLY OPEN THEIR EYES 
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TO THE BENEFIT DF PEDIATRIC HOME HEALTH CARE. CURRENTLY, MOST CHILDREN REFERRED 
FDR SERVICES AKE APPROVED ON A PER CASE BASIS FOR INSURViCE REIMBURSEMENT. EVEN 
THOUGH SOME COVERAGE IS AVAILABLE, WE STILL HAVE YET TO SEE THE MAJOR POLICY CHANGES 
NECESSARY TO MAKE HOME HEALTH CARE MORE READILY ACCESSIBLE TO CHRONICALLY ILL AND 
HANDICAPPED CHILDREN. 

DESPITE IT'S BLEAK MCMEN T S , PEDIATRIC HOME CARE HAS HAD AN OVERALL POSITIVE 
IMPACT ON THE C0W1UMTIC3 WE SERVE. TAKE FOR EXAMPLE A VERY YOUNG MOTHER LIVING 
IN A HOME WITH NO TELEPHONE AND WITH A RECENTLY DISCHARGED AT RISK NEWBORN CHILD. 
WHEN THE CHILD EXPERIENCED RESPIRATORY ARREST, THERE WAS NOWHERE FOR THE MOTHER 
TO TUAN FOR HELP. AS SHE WATCHED HER NEWBORN DYING 3EFDRE HER EYES, THE HOME CARE 
NURSE APPEARED AT THE DOOR FOR HER REGULARLY SCHEDULED VISIT AND WAS ABLE TO SAVE 
THE CHILD'S LIFE. 

WE HAVE FOUND THAT IT IS NOT AN UNCOWON OCCURANCE FOR LOW INCOME FAMILIES, 
WITH AT RISK INFANTS AND CHILDREN AT HOME, TO BE UNABLE TO AFFORO A TELEPHONE. 
THESE CHILDREN ARE MOST CERTAINLY AT GREATER RISK WITHOUT THE ABILITY TO COMMUNI- 
CATE WITH THE VERY SOURCES THAT MAY SAVE THEIR LIVES. 

ON ANOTHER OCCASIDN, A riOnC HEALTH NURSE WAS MAKING A ROUTINE CALL ON A 
FAMILY WITH A CHILD RECENTLY RELEASED FROM A NEWBORN INTENSIVE CARE UNIT WITH 
BRONCHOPULMONARY DYSPLASIA. SHE WAS EVALUATING THE CHILD'S RESPIRATORY STATUS 
AND DISCDVERtD SOMETHING WAS WRONG. HOSPITALIZATION WAS RECOMMENDED. UPON HOS- 
PITALIZATION, A LUNG ABCESS WAS FOUNO, WHICH COULD HAVE BEEN LIFE THREATENING IF 
LEFT UNDISCOVERED AND UNATTENDED. APART FROM THE LIFE SAVING SERVICE RENDERED BY 
THIS NURSE, BY BEING AVAILABLE TO DETECT TH T S SERIOUS PROBLEM s SHE SAVED HUNDREDS 
DF DOLLARS IN HDSPITAL MEDICAL EXPENSE BY DETECTING THE PROBLEM EARLY AND LIMITING 
THE EXTENT OF HOSPITALIZATION. 
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OF MEDICAL SCIENCE APPLIEO IN A PRACTICAL, SENSIBLE ANO COST EFFECTIVE FASHION. 
IT HAS BEEN PROVEN TO LENO MUCH TO THE STABILITY OF FAMILIES ANO QUALITY OF LIFE 
OF CHRONICALLY ILL ANO HANOICAPPEO CHILDREN. PEDIATRIC HOME HEALTH CARE IS AN 
* ENTITY WHOSE TIME HAS COME ANO YET STILL FACES SUBSTANTIAL BARRIERS TO MAKING IT 
AN OPTION MORE READILY AVAILABLE TO ALL THOSE MHO MAY BENEFIT FROM IT'S VARIEO 
ANO VALUABLC PROGRAMS. 

I APPRECIATE THE COWITTEE BRINGING PEOIATRIC HOME CARE TO LIGHT IN THIS 
FASHION ANO APPRECIATE THE OPPORTUNITY OF TESTIFYING ON BEHALF OF PEOIATRIC HOME 
HEALTH. THANK YOU. 
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Senator Hawkins. Thank you. 
Ms. Davis. 

Ms. Davis. Thank you. It is a privilege to be here. I am Betsy 
Davis and I am vice president of operations of VNS Home Care, a 
subsidiary of the Visiting Nurse Service of New York, the largest 
and one of the oldest home health agencies in the country. 

Maternal and child health/pediatric services is one of four pro- 
grams that we offer. You have received my written testimony 
wlnchl will now attempt to summarize. Specialized maternity and 
ped^c staff this year will provide approximately 144,000 visits to 
14,000 children under the age of 21 in the boroughs of Manhattan 
Queens, and the Bronx. This represents approximately an 80 per- 
cent increase of services to this age group over the previous year. 

The infants, children and adolescents we see have a range of dis- 
abling conditions and severe illnesses. They fall probablymto four 
mtyor groups: first, children and infants with birth defects, inherit- 
ed diseases or some of the problems of prematurity: second, chil- 
dren who are survivors of mcg'or accidents or disabling acute ill- 
nesaes; third, children who are the victims of child abuse: and 
fourth, children who are terminally ill. 

We see children with diabetes, with cancers of many types, 
severe cerebral palsy, progressive muscular dystrophy, malnutri- 
tion, mental retardation, organic brain damage; children who are 
the survivors of mtyor devastating accidents; children with liver 
disease, kidney disease; children with elephant man's disease; chil- 
dren with AIDS disease; children with mental illness, congenital 
anomalies, amputations, leprosy, rheumatoid arthritis, severe respi- 
ratory disease, seizure disorders; children who are physically and 
emotionally damaged by abuse, and the list could go on. 

These children require a variety of mechanical aids and treat- 
ments, some with complex, custom-made braces with head pins to 
support the spine, neck and head to prevent asphyxiation; some 
with tracheostomies, some with respirators or Hickman broviacs 
for intravenous nutrition, some with gastrostomies. Some require 
adaptive feeding chairs, prosthetic limbs, oral prostheses, and a 
range of developmental equipment. 

Many of these children obviously have spent months in the hos- 
pital. Once home, these children require constant supervision 
^^require 24-hoar nursing care, often provided primarily by the 

The demands, as we know, are not onh to provide the physical 
and emotional care of the child, but to also provide a rehabilitative, 
educational, and stimulation program adapted to the child's devel- 
opmental needs and disabilities. 

The implications for families are incredible. The mental and 
physical exhaustion are inevitable. The disruption of the family 
routine and distraction from relationships with other children 
within the family create more stress. 

Add to all of this the additional financial burdens, already well 
documented in testimony, and burdens further compounded by the 
gross inadequacies of health insurance coverage for home care 
services for children. 

Yet, with all of this, families prefer to have their children home. 
Children do better at home and society benefits. The present fi- 
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nancing system, however, clearly creates disincentives for families 
to continue long-term home care of children with severe illnesses 
or disabilities. 

Incredibly, we have created a system that would appear to 
weaken instead of strengthen the family in its effort to care for a 
child at home. As a home care administrator, I see the problems of 
a fragmented, inadequate health insurance program for children 
creating more difficult barriers for adequate care than for any 
other population group with which we work. 

Last year, our citizen board of directors raised almost $3 million 
for free care for all of our programs, which include hospice, long- 
term care, acute care, and our maternal child health/pediatnc 
home care program. . A . . „ 

While MCH/pediatric services m our agency represents lust 7 
percent of our total visits, 50 percent of these charitable dollars 
supported care for infants and children whose families had no 
other insurance or means for payment m 

Consider for a moment Sally, a little 8-year-old girl who was in a 
diabetic coma for 2 months. When she awakened, she was unable 
to move her limbs or speak, but her eyes followed you around the 



room 



After 4 months of hospitalization, Sally was discharged b >me to 
her parents and siblings. She was totally bedbound, with a feeding 
tube and a tracheostomy. She was unable to speak or to move. 

A coordinated home care program was begun the day of her hos- 
pital discharge. This plan included nursing, speech, occupational 
therapy, physical therapy, and home health aid services. 

Now, 15 months later, Sally no longer has any tubes. She is 
learning to feed herself and slowly she is relearning to speak- The 
coordination of care and the human dynamics established between 
her family and herself and her home care professionals and para- 
professionals could not have been realized in the institution. 

Had Sally continued to be institutionalized, her care would have 
cost $280,000. Her home care costs for the last 15 months totaled 
$22,000. The institutional costs would have been completely cov- 
ered had she stayed. VNS Home Care subsidized a part of her 
home care costs until the family was Medicaid-eligible. Her father 
has recently changed jobs and now part of her care is supported 
through Blue Cross-Blue Shield insurance. 

But more than costs, a home care program for children should be 
looked on as providing a new type or comprehensive health service 
based on the preservation of the family and defined health care 
values, not just as a means of saving institutional costs. 

As a society, we have made a conscious choice to continue to pro- 
mote and to pay for rosearch and technology that help these in- 
fants and children survive in the emergency rooms, the intensive 
care nurseries, and the operating rooms. We spend thousands, 
sometimes hundreds of thousands of dollars in that initial survival. 

It seems to me we have a responsibility to take that survival the 
next step and to protect that incredible investment in designing an 
organized acute and long-term care home care program which in- 
cludes professional and paraprofessional services, includes educa- 
tional services, includes respite services and other support services 
in assisting families— and I emphasize assisting families, not taking 
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££& ^a^uSe^oti^ rJ 1 * to meet the 

these amazing children aid the frfaSSS ThS? tt6r 8Upporte 
for this opportunity. lanuiies. Thank you very much 

{The prepared statement of Ms. r vis follows:] 
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Testimony before the 



SENATE LABOR AMD HUMAN RESOURCES COMMITTEE 



June 18, 1985 



My nam* is Elizabeth Davis and I am Vice Prasidant of 
Operations of VN8 Homa Care, a subuidiary of tha Visiting Kursa 
Sarvica of Kav York (VNSNY) , tha largast and ona of tha oldest 
voluntary homa haalth agancias in tha country. Our mission is 
and has been to provida homa nursing sarvica, othar therepies, 
and support sarvicas for tha acutaly ill, for racovaring and 
dying patiants of all agas, as wall as for mothers, newborns, and 
childran who ara at risk madically or socially. 

In 1984, VNS Homa Cara mada ovar 1,250,000 visits to over 
75,000 patiants in tha Boroughs of Manhattan, Quaans an4 tha 
Bronx through organised programs of Acuta Cara, long Tarm Cara, 
Hoapica Cara and K&tamal Child Heclth/Pediatric Cara. Close to 
73,000 visits wara mada to 10,000 parsons undar tha age of 21 in 
that sama yaar. 144,000 visits to ovar 14,000 parsons for this 
aga group ara projactad for 1985. 

This growth is just ona indicator of tha commitmant of tha 
Board to tha mission of tha HCH/Pediatric program and of tha 
broad basad support from many organisations and individuals in 
the community as avidancad by thair activa participation on tha 
Agency 1 6 Professional Advisory Committee. Please see listing of 
individuals and the organizations they represent attached to this 
testimony. 

in addition, the Board raised funds to bring on expert staff 
and to establish a comprehensive Educational program for wilti- 
disciplinary teams to meet the needs of sicker and dramatically 
more disabled children and to provide more support for their 
families. Also significant are the dollars raised to pay for 
non-reimbursable home care. Of the $2,700,000 spent last year 
for free care for the financially disadvantaged in all four 
programs, half of thooe dollars suppoited care for infants and 
children vfuJaa families had no other means for payment. At our 
current rate in 1985, we would almost double that amount for 
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subsidized care. Ha do not have tha funds to do so. Tahie t 
«hfw« tha sources of reinburseaent for services tlV thl i 25 « 
children s<.-n in tha rirat fiva nonths of this y'ar? ' 2 " 

. J5* infan ts. childran and adolaacants va saa hava a rum* 
d^« 5 ««» -vra illn...... W. ^. cmdSn'Cito 

diabataa, with cancan of many types, aavara 

?snr-s.^ «i^?nior^t.i pal " y ' 

retardation, organic brain daaaaa, childran who are survivor. „* 

or Hic«an Broviaca (a cantral vanoua oaSatar into the ^n"..? 
rang* of developmental equlpaert. pru»wi«»ee ana a 

2« t0 p f° vid « Physical and enotional car. of tha child 

or have high absenteeism because they are Lr2 

f anilies endS« g h ° Be C ° re 8ervices! it's a wonder that 
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However, with all this, families prefer to have their 
children at home. Children do better at home, and society 
benefits. Vat tha praaant financial system daarly creates 
disincentives for familiaa to continue long tam hove care of 
children with severe illnesses or disabilities. While certain 
professional care services can be reimbursed on a limited basis 
in some states through Medicaid and soma private insurance 
program*, parents are offered little or no relief from ths burden 
of care either through support service* or respite services, 
ironically, monetary incentives ere there for institutional care 
or foster home placement. In many states prospective adoptive 
parents, no matter what thsir levels of income, are assured of 
receiving "special" rates to provide care for disabled children 
until ths child reachas 21* in addition, Medicaid eligibility is 
provided for all these children. However, in striking contrast, 
children with disabilities living with their natural Parents may 
be eligible to recsive SSI payments at levels far below the 
allowances for thass children living with foster or adoptiva 
parents. 

incradibly, we have created a system that would appear to 
weaken instead of strengthen the family in its effort to care for 
a child at horns. As a home care administrator, the problems of 
a fragmented, inadequate hsalth insurance program for children 
craate more difficult barriers for adaquate care than for any 
othsr population group t'ith which we work. 

If wa were to consider just savings of costs to tha system, 
horns cara would usually be tha satting of choica. 

Consider for a moment t Sally, a little 8 yaar old girl, who 
was in a diabatic coma for 2 months. When sha awakened she was 
unable to move har limbs or speak, but har ayas ware bright as 
sha followed you around the room. Aftar 4 months of 
hospitalization, Sally was discharged home to her parents and 
siblings. She was totally bedbound, with a feeding tube and a 
tracheostomy. She was unable to speak or move. A coordinated 
hose care program was begun the day of her hospital discharge; 
this plan included nursing, speech, occupational and physical 
therapy. 

Now fifteen months later, Sally no longer has any tubes, she 
is learning to feed herself, and slowly she is re-learning to 
speak. Her eyes are still bright and expressive. 

The coordination of care and the human dynamics established 
between her family and herself and her home care professionals 
could not have been realized in an institution. Had Sally 
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Sf aSS d„i?.r5* ln f tittt * i «»"««». h«r car. would hav. cost 
toti? H,r S?**. 0 **? coat * «or th. last 15 «onth. 

2 do ii ar ": institutional costs would hav. bisn 
^ 1 *^ ly 4 .„ cov !! r * d ' « b » «tay*d. VMS Boa. car. subsidize 

S?£ib?f ^ h 2"!w T co,t " "n* 11 «*• «"ily was Mldiclid 
liiii^i ^ fath, L h " "c«ntly changed job. and now pJrt of 
Sally «s car. is supported through BC/BS insuranc. 



But aor. than 
b. loo Jed at as 



' ^"^li ' ho " car. program for children should 

m j -- — providing a nav typa of coaprahan«iv« h.»i«-h 

£22*S - bBMd ,° n th * P^«««rv.tion of th. fSi^^nd dSfinS 
health car.valu.s, not just M.auMof s£l£ in^itutw 

* i 001 *^' aad. a conscious choic. to continu. to 

lnS? 1W'?|S «>• rw..rch and technology that hSps Sw2 
infants and childran surviv. in th. amaraanSv rooi- 11. 
inUnsiv. car. nurs«i.s, and th. o£ratin^£2oas ^2' 
thousands, soaatiaas hundrads of thoSandTof hilars in 
tS"£to "Sl^l' , It , M S* to " that « hav/. r «Jon.2biU? y 
inva.&nt^n Sfiffi, in'orSa A^^'r. H 
hoaa program which includa. plof.ssional and wwrofE.iSE? 

aft* gs^of aSS?s^Sr^«.~ 

f M ii?S! ^?f U !! ci ? linary , tm ** ^o^ 1 ^ich actively involve 

developing an organized systwTof care, vvov^am a base in 

I look forward to seeing creative leaialation w 
supports these amazing children and tt!ir Iaii?i„? 
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TABLE I 

Source of R«imbur*««nt by Caaa, VNS Born* Car* 
January 1, 1965 - April 30, 1965 





AGE 


1 


AGE 


% 


AGE 


% 


AGE 


% 


TOTAL 


% 




0 




1-5 


6-14 




15-21 










VOLUNTEER H05P. 


25 


1.2% 


46 


1.9% 


17 


5.1% 


16 


1.3% 




106 


1.7% 


MEDICAID 


1,064 


50.6% 


1,619 


65.2% 


275 


62.3% 


934 


69.6% 


3, 


,892 


62.2% 


BLUE CROSS 


14 


0.71 


16 


0.7% 


2 


0.6% 


7 


0.5% 




41 


0.7% 


PRIVATE INSUR. 


42 


2.01 


20 


0.6% 


4 


1.2% 


9 


0.7% 




75 


1.2% 


FREE/PART FEE 


534 


25.4% 


521 


21.0% 


24 


7.2% 


119 


6.9% 


1, 


,198 


19.1% 


PRIVATE PAY 


33 


1.6% 


31 


1.2% 


12 


3.6% 


19 


1.4% 




95 


1.5% 


HEALTH DF5T. 


369 


16.5% 


230 


9.3% 


0 


0.0% 


232 


17.3% 




851 


13.6% 


TOTAL 


2,101 


100.0% 


2,465 


100.0% 


334 


100.0% 


1,336 


100.0% 


6 


,258 


100.0% 
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Senator Hawkins. Thank you. 



Ms. Ahmann. My name is Liz Ahmann. I am a family nurse 
practitioner. I am writing a book on. home care of SeWehS 
infant I am director of a local task force on S Wc resmte Sre 
and I have worked for 3 years in the Home C^SlSgra^aTSS 
dren's Hospital National Medical Center here in thVSrict 

Uur Home Care Program is a unique, mtdtidisdnlinarv DediatnV 
P r °P^ K was established in 1981 with fun&from^e^o™ 
Stewart Trust. Over the past 3% year*, the HomV Care 

^^ tfm^h^r^^^Z^ therapy, andSdS 
services to 18b children, most of whom have been multihnndi 
capped and very medically involved. Over 75 percent ofthetoS 
lies in our caseload have had Medicaid coverage 

The purpose of the Home Care Program has been to facilitetP 
the transition between the hospital andthe homeS £mmuni£ 
Our average length of service has been 6 monthTamSnTXch 

SETOrt* th - 6 family t0 8tabilize the «*M in B honTfnvSon 
ment, to determine ongoing needs, and to make referrals to appro- 
priate community agencies when possible. PP 

«Jj!2K k ?i to * 8h ?* ^ you 801116 of the features of our 

program by illustrating one of our typical cases Wewfflcall ??f 
child Jamie. Jamie was born 3 months premSuSly Be^useTf £e 
technological and pharmacological advances we lSveSte to l the 

"ffisasasit Jamie survived many ups J ~ 

th|, JaStnf ^hSeS e muT& 
rS h^SL 0 ^' 8 trac heostomy tube and an apnel SXtoE 
fLnfnlp^ & P™b ems and very poor growth, a seizure disorder, 
a complete cleft palate, and developmental delay ' 

TheTand CttS^^ 1 *^ m ^ Com P lex care needs, 
iney and his 8-year-old sister had rearranged their small anarfc- 

ment to accommodate his medical equipment and supSfeT Evert 
one was excited to have him finally come home 8upplles - *» er y- 

m-»^ m ™ n r ra li ab l e to So home in part because our Home Care Pro- 
gram was able to provide intensive, home-based nursing occuoa 
tional therapy, and social work services. In piovidtoJSiSeJ 

SE^toSmZ? cWldr ? n - like hhn > we ha^ dKered 

several important factors, many relating to the need for financial 

EfiS££&~ i8SU6S Which the familie ° - ^ firs^anei 

NO. l: REIMBURSEMENT SCHEMES 

&^^Jtt££r* — and toTS 

n f^ a f« C0 ^ Cer?1 ^J? at CUrrent reimbursement schemes-that is, 
npil ^ f ^t-d 0 not encourage agencies to take the time 
needed in home visits to multihandicap^ed children We tehew 
that reimbursement schemes need to take into S£t multtole df 
agnoses and the complexity of care. multiple di- 



70 



NO. 2: CASE MANAGEMENT 

Because our caseload consists of multihandi capped children like 
Jamie, our team members generally spend an average of \Vz hours 
per day in case management tasks. We have found case manage- 
ment to be key in ensuring continuity and comprehensiveness of 
care, as well as cost-effectiveness. 

Case management is currently reimbursable under the Katie 
Beckett waiver, and we believe it should become a standard reim- 
bursable home care service. 

NO. 3: SOCIAL WORK SERVICES 

The vast majority of the families we have worked with and, in 
fact, at least 70 percent of all families with chronically ill children, 
have significant financial problems. Social workers can provide 
needed assistance in negotiating tiie maze jf benefit programs and 
in developing funding schemes, as well as providing other psycho- 
social assistance. We believe social work should be a reimbursable 
home care service. 

NO. 4: RESPITE CARE 

As other panelists have discussed, care for a child such as Jamie 
is very demanding for parents and can place a great strain on the 
family unit. Our experience indicates that respite care is an essen- 
tial component of effective home care and is far less costly than re- 
hospitalization. 

Respite care is a reimbursable service under the Medicaid home 
and community-based waiver, but it is not widely available. We be- 
lieve respite care needs to become easily accessible and a standard 
reimbursable service. 

NO. 5: TRAINING 

We have seen a need for training of pediatricians and communi- 
ty health nurses and other health providers in care of the multi- 
handicapped, chronically ill child, particularly related to high-tech 
care. 

NO. 6: COST-EFFECTIVENESS 

As other panelists and parents have discussed, we have found 
home care to be cost-effective. A case in point is a child we will call 
Mary. With problems very similar to those of Jamie, Mary's hospi- 
tal bills averaged $62,463 per month. Her home care costs averaged 
$1,500 per month for the first 4 months, dropping to only $1,000 
per month as her condition improved. 

Another child we will call Peter had even more complex care 
and required a ventilator at home. Despite a very costly private 
duty nursing coverage of 16 hours a day, Peter's home care costs 
averaged $27,000 less than hospital costs each month. 

At the Children's Hospital National Medical Center Home Care 
Program, we have again and again seen home care to be a cost-ef- 
fective approach to optimizing the potential of chronically ill and 
multihandicapped children and their families. 
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Thank you for the opportunity to discuss this issue and I encour- 
[The prepared statement of Ms. Ahmann follows:] 
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TO: Committee on Labor and Human Resources 

U.S. Senate 
FROM: Elisabeth Ahaann, RN , MS , FN P 
Re: Pediatric Hose Care 

(Testimony for hearins 6/18/85) 



My name ia Liz Ahaann. I am a Family Nurae Pract'tioner; I an writing a book on 
home care of the high riak infant; I an director of a local taak force on 
pediatric reapite care; and I have worked for three yeara in the Hoae Care Prograa 
at Children'a Hoapital National Medical Center here In the Diatrict. 

Our Hoae Care Prograa ia a unique aultidiacipllnary pediatric prograa. It was 
eatabliahed in 1981 with funda froa the Devo re-Stewart Truat. Over the peat 3% 
yeara, the Hoae Care Prograa haa provided nuralng, phyeical and occupational 
therapy/ and aoclal aervicea to 186 children, moat of whom have been multiply 
handicapped and very medically involved. Over 75X of the families In our caaeload 
have had Medicaid coverage. 

The purpoae of the Home Care Prograa haa been to facilitate the tranaition between 
the hoapital and the hoae and community. Our average length of service haa been 
six months, during which time we aaaiat the family to etabilize the child in the 
home environment, to determine ongoing needa, and to Bake referrala to appropriate 
community agenclea when possible. 

I would like to share with you aome of the unique features of our progran by 
illustrating one of our typical casee - we'll call the child Jamie. Jamie was horn 
3 months prematurely. Because of the technological and pharmacological advances 
we've made in the care of premature infanta, J amis aurvlved many upa and downs in 
the first months of his life. At seven montha of age, Jamie went home for the first 
time. Even then, Jamie went home with multiple problems, including lung disesse, 
requiring oxygen, s tracheostomy tube, and an apnea monitor. He had feeding problems 
and very poor growth, a eeizure dlaorder, a complete cleft palate, and 
was develpoaentnlly delayed. 

Jamie' a parents had been inatructed in hia complex care needa; they and hia 8 year 
old aiatcr had rearranged th.. J r small apartment to accommodate hia medical 
equipment *id supplies. Everyone was excited to have him finally come home. 

Jamie was able to go home in part because our Home Care Program was sble to pro- 
vide intensive hoae -based nursing, occupational therapy, and aocial work services. 
In providing comprehensive care to Jamie, and other children like hia, we have 
discovered several important factora. 

Number One: Reimbursement Schemes 

In the care of a multiply handicapped) very medically involved child like 
Jamie, we often spend 1-1*3 hours on esch home visit In order to provide a 
thorough assessment of multiple problems, answer parenta' questions, revitj 
care as needed, and suggest therepeutic intervention*. We have been able to 
take the time needed on each visit with Jamie because of our foundation 
funding. Current te Lm? ur-eiient schemes, however, sre bssed on s fl»*t fee per 
visit. Therefore, home care personnel in an agency dependent on Medicaid cr 
other insurance reimbursement may not find it financially feasable to 
provide the type of rare needed by mult lhandi capped ci>*ldrcn. We believe 
that reimburses nt schemes need to take into account multiple diagnoses and 
the complexity of care. 
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Number Two: Case Management 



Because our caseload consists of nultlhandlcapped children likt Jamie „,.r 
team members gener.lly spend an average of Ik hour, per "ay in 

under^e"^^^: t " ^l^T e :^Id e r" ntl, "^V 1 * 

reimbursable hone csre service! ShOUld beC0Be * «" ndard 

Number Three: Social Work Services 

to'lrcys n at 0 Vanderbi, f r il r ie ? \T, W ° rked Md in f "«. •««««"« 

children h ^"f"" 11 ' at 1«" 7 °* of all families with chronically 111 
children hsve significant financial problems. A home care social Corker 

" f \ 0iUeS in ™S°""lng the ma« of beneHt prog a« , S n 
Tllill 6 fV / Undi " 8 ' CheBes - In ««ition. chronically 111 or disabled 
tn HIT J hCir f3BllieS a " more lltel » than their :.eal \-j ..,".«.«. 
to have a variety of psychological ,,,,.,.1 p rob i eos . A child's ad1u«rent 
to chronic impairment, and the ability to function optimally; appear to be 
Ti JiU C ° , fa0ily fun "i°"inS- Home based social service, we nave seen can 

■ f e^ a'l'work 1 h" iVr* 1 " 8 ^ ^"ioning of childloS f Lil . 'we"" 
-eneve social work should be a standardly reimburssble home care service. 

Number Four: Respite Csre 

^"hTUir^Y 88 J0 ° ie iHV ,y deMnd i"8 and can place a great strain 

or tt Hole L Unit ' 1 " ? R ? b " t W °° d J ° hnSOn *>«.d.iion funded study 

care for XS^hnS"" ""r 1 "" 0 " 1 fa ° iUeS we " «*" helped them 

care for their children at home; a strong theme that emerged was the need to 
have people share the actual caretaking of the child. Based on limited 
He U alrh S h ^ Dis "l«. funded by the Association** the Care of children's 
Health and the April Trust, a ainimua of 450 families of children with 

TuTll "suooorr?^ al r f Uel 3 " eed f ° r r «" 1 " care Toe'vand rbilt 
study also supports the need for respite care. Joyce, et al in a 1983 atudv 

IL Z " Cd? 3 ; 1 " 8 r r ln - h r res " ita ptogr.m. a i;Ji d tha r o V y 

cne parents would deflnately be unable to care for m^o<^ j<» ki j 

hone without respite 88: felt that the service Jgn f " "at "them" 

found that families receiving respite care evidenced significantly better 

1 " ne * r Child - •"»"» to cope with the child 

in the home . 6nd better family functioning, satisfaction with life and 
hopefumess for the future than did comparable families not receiving respite. 

In many communities .esplte care Is available for the nentally retarded and 
evelopnentonv dlsab , ed . but BOt for „ iWt „ ulth ch^ c Uln" ° F or 
these families, respite Is exceedlngl "licit to obtain. 
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Depending on the child's condition and the family's needs, appropriate 
respite care ca* take a variety cf forma. Respite care might be needed for an 
occasional break (for example, for s parent's own medical appointment); for 
seversl hours or afternoons a week for psrental relief and time for the 
family to relax together; or for occasional weekend or weak- long coverage 
to allow family vacations. Respite care might most appropriately be provided 
in the family's home, someons slses home, or in an institution. Respite 
csre might most appropriately be provided by a trained lay person, s health 
aide, or a professional nurse, depending on the child's condition. 

Our experience indicstes thst respite csre, in whatever form is most 
appropriate, is an essential component of effective home care; and, respite 
is far less coitly then rehospitslisstion. Respite care is s reimbursable 
service under the Medics id Home and Community Based Waiver, but is not 
widely available for the chronically ill. We believe that respite csre needs 
to become easily accessible and a standard reimbursable service. 

Number Five: Trsining snd Resesrch 

We have seen that to ensure safe, effective and comprehenaive pediatric 
home csre, several issues must be sddresied. Community pediatricians need 
training thRt will increase their expertise and comfort in providing primary 
care fc~ the increasing population of children with multiple tad aeaplex 
impairtwnts. Community health, and other.nuraes providing home care aervices 
to children should have pediatric training snd need <"n£<>Jn t , updated training 
programs that sddress csre of the child with high tech csre needs. Trsining 
in family intervention and in recognizing signs of child ebuse snd neglect 
is important for all home care personnel. 

Research about pediatric home care is needed. Ruth Stein, st Albert Einstein- 
Bronx Municipal Hospital has begun to study child and family factors thst -nay 
predict the eppropr lateness of home care services. Further study should be snoouracetf 
in the areas of evaluating appropriate hospital discharge planning and in 
determining what raakea home care work for which children and families. 

Number Six: Cost Effectiveness , 
We have found home csre to be cost effective. A esse <n point is a child we 11 
call Mary. With problems similsr u those of Jamie, Mary's hospitsl bills 
sveraged $62,463 per month, or over $2000 per day. Her home care costs 
sveraged $1500 per month for the first four months, dropping to only $1000 per 
month, or $33 per day, as her condition improved. Another child we'll call Peter 
was bom with a rare neuromuscular disease making it difficult for him to move 
his arms and legs and to breathe without the assistance of a ventilator. 
Peter's monthly hospital chargea averaged over $40,000 per month. Home care 
costs for Peter (including equipment and supplies, formula, medications, 
tranaportation, clinic visits, increased ho»e electricsl bills, the services 
of our program, and 16 hours of skilled nursing each day at home) h.nve averaged 
$13408 per month: a ssvings of $ 27000 per month over hospital costp, each 



Numerous other programs have also shown home care to be cost effective. Yet, 
a !9St rennaylvania Health Department study (reported in CARING, May, 1985) 
found that 260 ventilator dependent individuals under the age of 21 were in 
hospitals, unable to go home because they could not find reimbursement for 
home care. The cost of care for theae individuals totalled approximately 
$93.6 million per year. Home care for the sane individuals would ht>ve cset 
approximately $3.12 million, thus saving over $90 million each year in 
Pennsylvania alone. Clearly, home care is cost effective. 
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At the Children 1 . Hoepltel H.tlon.l Medici Center Hone C.re Progrm we h.ve 
*«' in '* ai « ««" cere to be . co»pr«h«n.lv. epprolch to"," „"lng the 

•«« r^'V" ind """""pped chlliren. » <u.T£l h°« 

F.dl«l lef^;«, 8r0W i nS b " ,U *' children end fertile, need It to grow. 

the" tlS££ ^K?fi th * n " d * ° f chronlc.lly ill children ,nd 

tneir lamuea in thi« very important area. 

J^y ator Hawkin S- Thank you very much; a very interesting 

I have a prepared statement which I would like to insert in the 
record at this point. 

[The prepared statement of Senator Hawkins follows:] 
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STATEMENT OP SENATOR PAULA HAWKINS 



ON 



HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN 



Mr. Chairman, It is hard to imagine a more frustrating situation 
than a parent who wants to be near and personally help care for 
their critically ill child but is prevented from doing so because 
of the provisions in public and private health insurance 
programs* 

Unfortunately that is the situation facing millions of 
chronically ill children today. Our methods of paying for health 
care for these children forces many parents to suffer through 
needless trauma and separation despite the fact that the 
technology that keeps these children alive is flexible enough to 
allow them to be cared for in their own homes. 

I don't want in any way to be perceived as being critical of the 
fantastic care that these children receive in hospitals. The 
doctors and nurses who care for these children are dedic, ted to 
these children's survival. But interestingly enough, it is often 
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these health prefer sionals that are among the first to agree that 
these chronically m children need th, love, attention and 
special care that only their own families can provide. 

Often it takes the dramatic example of one child, and one 
dedicated family to propel Congress, the Administration and the 
States mto long overdue action. In this situation, it took the 
heart-rendering tale of Katie Beckett to prompt the 
Administration to propose and the Congress to enact a provision 
permitting the States to apply for a Medicaid waiver for home and 
community based care for chronically ill children. I am delighted 
to see Katie here today. She has obviously blossomed under the 
loving care of her parents. I hope that Katie's story and the 
stories of Brandon, Robert and Lauren will prompt more state8 fcQ 
participate in th's waiver program and encourage the States who 
are already participating to improve their programs to better 
serve this special children. 
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Senator Hawkins. Dr. Kohrman, you have expressed concern 
about fraud in the home care industry. How can unscrupulous en- 
trepreneurs best be prevented from exploiting these sick children 
and their families? , , .... f i t 

Dr. Kohrman. I am not as concerned about outright fraud as 1 
am about irresponsibility. You have just heard very eloquently how 
meticulous and expensive in human resources preparation tor 
home care is. _ . r 

As the director of a hospital, I get up to three notic^a week of a 
new home health care agency springing up in the Chicago area. 
Many of these are simply individuals declaring themselves to be 
home health care agencies, who hope to be reimbursed under what- 
ever reimbursement mechanism exist but who are in no way quali- 
fied to develop this kind of a meticulous program. I am much more 
concerned about that. , p 

My reference to fraud and abuse was because I think the U>n- 
gress and the regulatory agencies, particularly HCFA, are appro- 
priately concerned about maintaining control over the funds they 
administer. We are all very aware of some abuses m some federal 
programs; I wanted mostly to signal my recognition of that con- 
cern, and to recognize that whatever programs are developed, that 
in this kind of a burgeoning industry there are going to be some 
fringe activities, as with Medicaid and others. 

I do not think that the abuses invalidate the programs, but 1 do 
think that those of us who are responsible should recognize the 
need to build safeguards in as we develop new programs. 

Senator Hawkins. You proposed a new trust fund for chronically 
ill children. Do you think the expenditures could be contained by a 
prospective or capped payment mechanism? 

Dr Kohrman. Th-re is a significant difference between prospec- 
tive and capped, I do not want to answer both of those simulta- 
neously. Let me take the first; thore is a significant time value ot 
money, and my insurance industry colleagues have pointed out to 
me that if you have $1 million indemnity that has to be payed 
anyhow under a nuyor medical policy, and if the payout on that 
can be extended from, say, 2 years, to 20 years, you buy annuities 
for that $1 million something, over $600,000. 

The difference between the purchase price of those annuities and 
the actual indemnity of the company represents cost savings, which 
then could be significantly applied to the care of these children and 
the maintenance of a trust fund. 

I would be very anxious to see some kind of private-public ven- 
ture, possibly initiated by HCFA research and demonstration 
projects, that will begin to explore the possibility of purchasing an- 
nuities or setting up trusts for each of these children as they enter 
the svstem in anticipation of the future payouts. I think there 
might be significant savings for all involved, Senator Hawkins. 
Senator Hawkins. Thank you. 

Mr. Walker, some critics of home health care say if the services 
are expanded that the care provided by the families would simply 
be replaced by very expensive teams. In your experience, have fam- 
ilies abandoned their responsibility to home care professionals/ 

Mr. Walker. Our experience has been that the families have 
been most supportive and most wilHng to assume as much care of 
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home nursing are also people who need to function independently, 
have soundTudVent, are able to work in a coordinated way, and 
are able to draw on community resources. 

T rtiinlr on* of the things we value particularly as a vw A is our 
ahilfcv to fo4er resources to help kmilies-for example, church 
fSSASK was drew upon to {revide support during a termi- 
nal illness They may even provide 24-hours assistance. 

Sfty^reKS futures and it does require updat- 

in ^doTtSs^m?stoiffrom hospitals who have worked in in- 
tensive care nurseries. They are interested in trying to move that 
kind of care out into the communities. 
Senator Hawkins. Thank you. cu«„m tw a 

Ms Abmann, who should do case management? Should tha. .be ,a 
new type of professional or is it the home care nurse? Is it the 

S °S Ahmann. This is a very gc^d Question, and I think one issue 
fU Q f mnrp research needs to be done to look at tnc oest case 
miemenf Z our team, the professionals involved 

nSfng direct services have taken on the case management 

"For examole if the child's major problems are medical nursing, a 
nuree SfifttocSe manager If the child's g&J"* 1 ^^ 
rehabilitation and therapeutic m nature, the physical or occupa 
Himnl tWanist will be a case manager, and so on. 
'Tknow there are other programs that are *> ^ 
solelv case management services and not direct services. I am no 
neSonalfv ^ familiar with those, but I think that it would be im- 
Knfto S,kSto different schemes and have some evaluation of 
the most optimal approach to case management. 

LSr Hawkins P As we expand home care service^ do we run 
the risk of complicating the current system if the number ot care 

*lE aSSSS^U you repeat that? 1 did not hear the entire 

""Senator Hawkins. As we expand home care j se rvices ^ wUl we 
complicate the current system if we have more options in tne 

"Ms^A^NSd you clarify what you mean by the current 

Senator Hawkins. Well, whoever does it now. 
Ms. Ahmann. The current home care system.' 

Ms" ISaSST Uhmk'to some extent the current services being 
.raided to femilies do include the services that I have talked 
about Thfrerbursement schemes do not always make those serv- 
ices available. Is this what you are referring to.' 

Senator Hawkins. Yes. 



ERIC 



85 



81 



, •!& ^ MAN *- I think tliat we will not complicate the care tmv 
vided by making available reimbursement for cSe SiSSiJS" 

s^ndpie?^ 8 ' Senat ° r ^ this 18 the of our 

Senator Dodd has joined us. We welcome you 

Madam Chairman, I have an opening statement which T ™„u 

^tnX 1 ^ """ft 1 ? made a P art °f the rS, M 'I coul \° 
Senator Hawkins. Without objection. 

[The prepared statement of Senator Dodd follows:] 
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STATEMENT OF SENATOR CHRISTOPHER J. DO0D 
LABOR AND HUMAN RESOURCES COMMITTEE 
JUNE 18, 1985 



I WOULD LIKE TO THANK THE DISTINGUISHED CHAIRMAN AND RANKING 
MINORITY MEMBER OF OUR COMMITTEE FOR ORGANIZING TODAY'S HEARING ON 
HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN. THIS IS A VITALLY 
IMPORTANT ISSUE NOT ONLY FOR THE COURAGEOUS CHILDREN AND FAMILIES 
REPRESENTED HERE TODAY, BUT FOR THE MILLIONS OF CHRONICALLY ILL 
CHILDREN THROUGHOUT OUR NATION. INDEED, BECAUSE WE WILL BE 
CONSIDERING PRIVATE AND PUBLIC POLICIES WHICH ALSO AFFECT HOME 
CARE FOR THE ELDERLY, THE TERMINALLY ILL, AND OTHERS, TODAY'S 
HEARING CAN HELP PROVIDE A CONCEPTUAL FRAMEWORK FOR THE DEVELOPMENT 
OF COMPREHENSIVE NATIONAL POLICY IN THIS AREA. 

OVER THE PAST FEW YEARS, HOME HEALTH CARE HAS PROVEN TO BE A 
HUMANE, RESPONSIBLE, AND COST-EFFECTIVE ALTERNATIVE TO HOSPITALIZATION 
AND OTHER FORMS OF INSTITUTIONALIZED CARE. AS SEVERAL OF OUR WITNESSES 
WILL INDICATE HERE TODAY, MANY IF NOT MOST CHRONICALLY ILL CHILDREN 
CAN BE TREATED SAFELY AND MORE INEXPENSIVELY IN THE HOME ENVIRONMENT. 
WHILE THESE CHILDREN OFTEN DO NEED COMPLICATED MEDICAL AND THERAPEUTIC 
SERVICES, RECENT ADVANCEMENTS HAVE MADE IT POSSIBLE TO PROVIDE SUCH 
CARE AT HOME. MOREOVER, CHRONICALLY ILL CHILDREN TYPICALLY RESPOND 
BETTER TO THERAPY IN THE FAMILIAR AND COMFOKTABLF HOME ENVIRONMENT, 
THANKS TO THE LOVE AND NURTURING WHICH ONLY PARENTS CAN PROVIDE. IN 
MY VIEW, IT MAKES LITTLE SENSE TO HOSPITALIZE OR INSTITUTK *ALIZE A 
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CHRONICALLY ILL CHILD WHEN SAFE AND COST-EFFECTIVE HOME CARE IS ALSO 
AVAILABLE. 

UNFORTUNATELY, IN TOO MANY CASES, PUBLIC AND PRIVATE REIMBURSEMENT 
POLICIES EFFECTIVELY RULE OUT THE HOME CARE OPTION EVEN WHERE THE SAME 
CARE WOULD BE COVERED IN AN INSTITUTIONALIZED SETTING. AND YET. 
WITHOUT SOME FORM OF FINANCIAL ASSISTANCE , NO FAMILY CAN AFFORD TO 
PROVIDE THE CARE AND SUPERVISION NECESSARY TO SUSTAIN A CHRONICALLY 
ILL CHILD AT HOME. THE UNWANTED RESULT IS THAT MANY FAMILIES HAVE TO 
MOVE FROM STATE TO STATE, PARENTS HAVE TO CHANGE JOBS, AND CHILDREN 
HAVE TO BE MOVED FROM ONE INSTITUTION TO ANOTHER, SIMPLY TO GET THE 
FINANCIAL ASSISTANCE AND SUPPORT FOR HOME CARE SERVICES WHICH THEY 
NEED AND DESERVE. 

THE LIVES OF CHRONICALLY ILL CHILDREN AND THEIR PARENTS ARE 
DIFFICULT ENOUGH WITHOUT HAVING TO FACE THE UNNECESSARY HARDSHIPS 
CREATED BY THESE RESTRICTIVE AND ANTIQUATED REIMBURSEMENT POLICIES. 
I BELIEVE THAT FEDERAL POLICY IN THIS AREA CAN HELP TO ASSURE THAT 
QUALITY HOME CARE IS AVAILABLE TO THESE CHILDREN, WITHOUT REQUIRING 
OF THEIR FAMILIES THE UNREASONABLE SACRIFICES WHICH SEVERAL OF OUR 
WITNESSE: HAVE HAD TO ENDURE. I HOPE THE DIALOGUE ESTABLISHED 
DURING TODAY'S HEARING WILL HELP GUIDE US AND OTHER PUBLIC POLICY 
MAKERS TOWARD THE REALIZATION OF THIS GOAL. 
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Senator Dodd. Let me just paraphrase some of my own thoughts 
on this. First of all, I commend the committee for holding this 
hearing because it is an issue that there should not be a great deal 
of debate on, at least when it comes to the conclusion. 

It seems to me we have drawn that conclusion in a number of 
instances; the Ronald McDonald Houses, for instance. We just 
opened up another one in New Haven, CT, which I was pleased to 
be at the ribbon-cutting ceremony for. t 

The notion of families being with their children in times of crises 
is one that we have endorsed at that level. I am on the board of 
directors of a group of neople that the chairperson knows well, the 
Alpha and Omega family of Connecticut and the Rosseau family, 
winch have adopted critically children— mentally retarded, and so 
forth— and maintained them in a home environment. 

Even though these are adopted children not wi'h their parents, 
and so forth, maintaining the home environment has, without any 
question, made it possible for these children to liv* far fuller lives 
than they ever would have. In fact, in most cases I suspect that 
they would not have lived at all. 

So, again, the conclusion of providing that kind of a setting, it 
seems to me, we have already decided makes a lot of sense, and the 
question now really becomes how do we make it possible for fami- 
lies that do not have the resources of a private foundation that can 
afford the kkids of care that these children are receiving. 

Let me ask you, if I can, Dr. Kohrman and Mr. Walker, I guess, 
particularly at the outset, we seem to have kept more than apace 
with the technology of how to keep a child alive— last week, the 
septuPlets in California where the whole Nation was riveted for a 
week watching that story unfold, and the loss of several of those 
infants and the technology that managed to save the lives of sever- 
al of them who are now heading home, I guess, or will be shortly. 
A couple of those children— one of them may end up being a criti- 
cally ill child. 

I suspect there will be nowhere near the attention on what hap- 
pens to those children once they are home that there was when 
they were in the hospital. I am not criticizing the fact that we have 
done a lot to keep these children alive, but have we not managed to 
maintain the same kind of cutting edge, state-of-the-art, if you will, 
technology in home care for critically ill children that we have to 
keep them alive in the first place? 

It seems to be a contradiction. Explain that. 

Dr. Kohrman. It is a very complicated answer and I am not sure 
I know the whole answer. Part of it, I think, has to do with some- 
thing I mentioned in my testimony. These children do not fulfill 
our visions of idealized childhood. They are not always pretty and 
bright and mobile. 

Some of the psychological and social factors are not different 
from those that affect the handicapped and disabled in general, 
who have only been recently "let out of the closet," within our own 
adult lifetimes. 

I think the second issue and one that you touched on is very 1m- 
portan . there has not been attention to the development of simple 
technology for the care of people at home. We all have a technophi- 
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exist, by people who have families that have these kinds of situa- 
tions, and if not, why not? 

Ms. Davis. I think the complications of working through the 
system are the mayor barriers for families. The families that we 
have heard from this morning are obviously very competent, per- 
sistent, well put together, and are able to manage and work 
through the system. 

Senator Dodd. Right. 

Ms. Davis. We find one of our nugor jobs as visiting nurses, is to 
try to act on behalf of families when they do not have the capacity 
to do that 

Particularly complicated sometimes are the single-parent fami- 
lies, who also have some of these very disabled, ill children and 
who are trying to also manage them at home. So part of our job is 
to improve access to and information from the health and welfare 
system. 

Wc feel that network building is a very important part of our 
services for these children. Our professional advisory committee 
has representatives from approximately 25 or 30 other organiza- 
tions representing interests and concerns of mothers and children 
who are active in New York City and who provide valuable re- 
sources. 

The financial barriers are difficult to overcome. While we have 
certain advantages in New York City through the Medicaid Pro- 
gram, the process and the forms that have to be filled out, the ap- 
pearances tha families have to make at the welfare office in order 
to gain those services— oecomes very complex and very time con- 
suming. 

Private insurance coverage — you have to go to an insurance com- 
pany and be able to prove that your services will cost less, and 
again that takes a highly motivated, able family to do that. We do 
have to function on behalf of some of our families. 

We haven't made much progress in private insurance coverage 
for these childen. Less than 2 percent of what we provide in our 
Maternal-Child Health Program is covered through private insur- 
ance. 

As health care providers, one of our mfgor tasks is to try to put 
together these resources, build networks in order to help families 
access these services more readily. 

Senator Dodd. Well, is that being done? I mean, you just de- 
scribed a process very quickly that sounds to me like the average 
person would goes bonkers trying to figure that one out. 

Ms. Davis. Right. Our staff also goes bonkers in trying to work 
through that system as well. It is being done and I think gains are 
being made. We are finding that in the city of New York that the 
Medicaid process is being simplified. The system has been reorga- 
nized partly at least in response to recognizing the value of moving 
children and adults outside of institutions and trying to maintain 
them in their homes. 

I think progress is being made. I saw one 12-page form that we 
used to have to fill out for Medicaid-eligibility that has been re- 
duced to four pages. That is a major accomplishment. 

Senator Dodd. This is in New York? 

Ms. Davis. Yes. 
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Senator Dodd. Is that going on in other states as well? 
rt,55* T ^° gently from the state of Vermont. I know 

there, that the funding for Medicaid for home care of these chil- 
* r n e »J? f v ery difficult. It is inadequate and the resources are not 
Sen P * ^ at 6 f(;r th6Se very d^fed chil- 

I think it is happening to a lesser degree in other States in the 
country than perhaps in New York. ine 

Ms. Akmann. I have several comments in response to both of 
your questions. ^ WU1 U1 

Senator Dodd. Yes. 

Ms. Ahmann. With regard to the first issve you raised on why 
are we not more aware of the problems of children at home, I agree 
7 1 J.w 1 2 ments ^ other P^elists made and I would alsolike 
to add that there are many children who still are not able to be at 

b^n^dTndSrdSSei 68 * »"* ° f 

wiSS A he I ? t ? t iss ^ e „ of Ca £ n S' Ma y 1985 > the journal of the 
National Association of Home Care, had a leport on a study in 
Pennsylvania Over 100 childen under the age of 21 were remain 
«« wihospitals; they could have been provided care at home, but it 

The cost savings, if they had been at home, would have been, in- 
credible-some $90 million in the State of Pennsylvania alone. Y-t 
the numoers of children going home with multiple and very com- 
plex problems is still small because the barriers, financial hi par - 
ticular, to gettmg them home are very high. p 

You also asked about available community resources and wheth- 

ZttT 6 -^w mg *? lar P part > Ae Programs that I am fa- 
miliar with that are assisting children and families in the home en- 

ty r^urces 1 W1Q6 1186 networkin & and a variety of communi- 
There is a problem, though, that some of the resources that fami- 
lies most need are hard to access, may be relatively unavailable 
and are difficult to fund. Some of those' kinds of service? would be 
case management, which is one role that health care providers cen 
take in terms of helpmg families access programs, but case man- 
agement is not a standard reimbursable service 

;J?£? P /? SSS te re L ativel y ^accessible and unavailable for chron- 
ically ill children. Some educational services are lacking. Social 
^^m^ J, einibur 8able only for certain types of problems. 
nfrv a P roblem . that we have to look at is how to make available 

™«£*U k£ IT? ? at - ,- he8e famil , ieS need > and when they are 
available how to help families access them. 

Senator Dodd. Thank you. Yes; Doctor, you wanted to comment. 

STt^M 7 ** I T* ld * like to make important com- 
ments that should not be lost from the record. I am, as all of vou 
in awe of the competencies and the accomplishments of the oarente 
we see here with us today. ' 

Awftt my - cli * nta -l run one of the few hospitals for 

chronically ill children m the United States-are one-parent fami- 
lies. Tne problems that the families we have seen today face ana 
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have overcome are absolutely insoluble for most families in the 
inner city of Chicago, New York, Los Angeles, or Washington. 

There is a very important connection between poverty and the 
problems we are seeing; we cannot let that escape from these hear- 
ings. The urgent fact is that the single largest group of new tech- 
nology-dependent children coming into the system are the products 
of extreme prematurity and very low birth weight; those are prob- 
lems of the inner city and of the poor in our country. 

So we can anticipate that the greater burden is goingto be on 
those families with the least resources to cope with it. Thus it is 
not sufficient to use these idealized situations as the models on 
which to look at legislation. 

The second point that I want to make, of equal importance, is re- 
lated to the issue of rationalization of existing resources. There are 
many urder utilized resources in our health system; I am sure the 
Senate and this committee are very aware of overcapitalization in 
the hospital industry and maldistribution of the resources we have. 

I would like to emphasize the need to look at regionalization of 
our existing resources and the development of a series of stepped 
resources so the children can be where they need to be. 

We need not only the tertiary care, intense hospitals. We need 
transitional care resources, group home resources, and respite care 
resources, which can be organized in a way that will distribute the 
costs and the care more appropriately to the needs of the child and 
the family at the time, rather than distributing them all, as has 
been traditional, into our m^jor hospitals, which are the most 
costly part of the system. I would urge that any legislation look at 
that distribution as well. 

Thank you. 

Senator Dodd. Thank you very, very much. 

Senator Nickles [presiding]. Thank you, Senator Dodd. 

Senator Pell, did you have any comments or questions? 

Senator Pell. Thank you very much, Mr. Chairman. I would like 
to congratulate the chairman of the committee and the members of 
the majority side who are conducting this hearing. 

We all know that costs, both the financial and the emotional 
costs, of hospital care and institutional care are astronomical. I am 
looking forward to reading what I have not heard from these wit- 
nesses as to how these high costs can be reduced. 

In this regard, at this time I would ask that the full text ot my 
statement be inserted into the record as if read. 

Senator Nickles. Thank you, Cenator Pell. It will be. 

[The prepared statement of Senator Pell follows:] 

Prepared Statement By Senator Claiborne Pell 

Mr. Chairman, I would like to commend you for convening this hearing to focus 
the committee's attention on the very important issue of home health care for cnil- 

dl As we all know the costs, both the financial and the emotional costs of hospital 
care and institutional care are astronomical. In many instances, as I am sure these 
witnesses will explain, these high costs can be greatly reduced. 

I have long believed home health care is an option that would greatly benefit our 
citizens, both young and old, who need long-term health care Home health care 
would reduce significantly both the financial and emotional costs of hospital care I 
believe we must ensure that the barriers and obstacles placed in the paths of home 
health care are eliminated. 
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Many of Federal and State health care programs focus of inhoepital care. I believe 
Z ■^h^LT'n^ a ^ ma to***™ hoepitai care as a solution to the probtems 
^ *?i h0m ? fc aIth ^ « a way to better meet the needs of the 
3S!T?tS Currently, ,t is the exception rather than the rule for patiente, eep* 
oaUy children, to be directed to home health care agencies ^ ' ^ 

helm? nTdt**™' " mconsi f^f with our Nation's need to reduce the cost of 
tifr- j-^P* ^ fmd m ? r ? Personal, alternative forms of health care; and to address 
the individual needs of chronically ill children and older AmericaW 
h ii^^J^ B T'.J h& } ^ hea rin« will reveal the enormous value of home 
ftSJr «• 2" m ^ d «al8who very much need these services. We also need to 
focus our attention and interest in providing quality care and reducing the high cost 
of our healthcare system. I hope after this hearing we will all agreeupon the need 
to eliminate the barriers to providing quality horn? health erne. 

Senator Pell. And also I would like to congratulate Ms. Davis on 
her organization, the Visiting Nurses. I think, to my mind, of the 
various groups that I have seen and been exposed to in my State 
at least, you do a better job of home care than any other and de^ 
serve a great deal more support than you are getting, and it would 
save the taxpayers a great deal of money if more reliance was 
placed on you and your expert abilities. 

Ms. Davis. Thank you, Senator. 

Senator Nickles. Thank you, Senator Pell. 

To all of our panelists, we do appreciate your input and exper- 
tise, and also the wonderful job that you are doing in helping chil- 
dren throughout the country. Thank you very much 

Our next panelists-we will kind of juggle the schedule to accom- 
modate the schedule of Carolyne Davis, who is the Administrator 
01 the Health Care Financing Administration, and also Dr. Vincent 
Hutching who is Division Director of Maternal and Children's 

™ ™ Resources and Services Administration 

Dr. Davis, I understand that you have a time constraint, and so 
welf re accommodate that. We do have one other panel as 

I want to thank you both for coming today. It is always a pleas- 
ure to hear testimony from you and to work with you on legislative 
matters. You have proven that through effective Federal leader- 
ship triumphs of social policy are fully achievable without concom- 
itant increases in Federal bureaucracy. 

vRl 'S*™' L WOul , d Part™ 1 ?^ like to highlight a recent New 
York Times editorial which, without objection, I will insert into the 
hearing record. 
[The following was received for the record ] 
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Health and Federal Leadership 



Until very recently, the bankruptcy of Medi- 
care wu considered lmminepL Now It has been 
avoided, at lean for several Tears . . . Blue Croat it 
.refunding premium money to the Federal employ* 
eea and their employers . . . Hospitals compete for 
patients by offering fancy meals and amenHJes, 

The run of health-related headlines masks still- ' 
larger news. Congress and the Reagan Administra- 
tion h&ve managed an apparently humane taming 
of hospital cost f«fi«Hf» while caution may still be 
to order, so is credit for a triumph of social policy. 



Until three years ago, even though general 
inflation was coming down, inflation of hospital 
costs had averaged 16 percent a year and hopes for 
relief seemed slight Analysts ticked oft the rea- 
sons: the aging of the population; the Ugh cost of 
new mettcal technology; increasing tests and treat- 
sjsents per patient. The cost spiral threatened to 
bring bankruptcy to the trust fund financing hospi- 
tal payments for Medicare, the 171 billion Federal 
program of medical insurance for the elderly. Some 
in the Administration favored harsh cuts hi bene- 
fits, but Congress and the Health Care Finance Ad- 
mlnistritkm insisted on a regulatory reform to 
make hospitals more efficient. 

Under Medicare rules then in force, hospitals 
could bill Washington for any reasonable charge, 
with few questions asked. The 1963 reform fixed 
reimbursements according to the illness being 
treated. If hospitals treated a patient for less than 
the typical cost, they could kjep the difference — 
but had to absorb any overrun. 

Some analysts predicted the new policy would 
fail because it applied only to Medicare. They 
feared that hospitals would simply pile additional 
bills on private insurer*. What the critics failed to 



notice was that employers and the private insurers 
ware also fed up with rising hospital costs. Employ- 
ers who once considered hotter health benefits an 
easy way to settle a union contract began to recoC 
from the expense. They insisted on reviewfcg doc- 
tors* decisksss to bosp*talises»ls^rem^ 
centtves to seek second opinions. They persuaded 
workers to pay larger insurance premiums and en- 
couraged them to sign up for comprehensive care 
for a fixed fee, Doctors caught on 'est and began 
performing in their offices procedures that once 
consumed days in the hospital 

The results have been dramatic Before 1162, 
hospital *— were going up is percent a 
year. Last year they declined 34 percent. The an- 
nual increase to hospital expenditures plummeted 
from 112 percent to 5.4 percent The Medicare 
Trust fund escaped imminent bankruptcy as the 
rate of increase in hospital payouts dropped by 
nearly half. Some private health i nsurance pre- 
miums have actually been reduced. 

Has the public's health been endangered? Re- 
markably, no one has been able to demonstrate any 
dramatic decline in quality of hospital care. Prob- j 
lems are looming for hospitals that serve many poor 
people, since the Fads have so far refused them 1 
more g ene rou s allowances ordered by Congress. 
And continued vigilance is needed to insure that 
more cost-cutting doesn't endanger patienu in 
more affluent communities. But the big news re- 
mains big indeed, America has profoundly im- 
proved the efficiency of medical care delivery. 

This achievement required the determination 
of Congressional and Administration planners coop- 
erating with private employers and insurers. With 
social activism on the wane, this victory confirms a 
point too easily forgotten: intelligent Federal lead- 
ership makes a powerful difference. 
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Senator Nickles. The editorial, entitled "Health and Federal 
Leadership, praises the Reagan administration for its efforts to 
tame health care cost inflation, for its implementation of the pro- 
spective payment system, and for its work with employers and pri- 
vate insurers. K 

The result, according to the New York Times, is "big news * * • 
™ en ™ profoundly improved the efficiency of medical care de- 
livery. The credit certainly belongs to President Reagan and Me 

fZr e £ b H t to 811 enormous extent it belongs to the tireless efforts 
oi Dr. Davis. 

So, Dr. Davis, I am particularly grateful that you have c' • **••: 
your travel plans so you could be with us today and - , 
your comments. 

STATEMENT OF CAROLYNE K. DAVIS, ADMINISTT.ATOR, HEALTH 
CARE FINANCING ADMINISTRATION, ACCOMPANIED BY 
ROBERT WREN, DIRECTOR, OFFICE OF COVERAGE POLICY- 
AND VINCENT L. HUTCHINS, DIRECTOR, DIVISION OF MATER-' 
NAL AND CHILD HEALTH, HEALTH RESOURCES AND SERVICES 
ADMINISTRATION, DEPARTMENT OF HEALTH AND HUMAN 
SERVICES, ACCOMPANIED BY MERLE McPHERSON, DIVISION 
OF MATERNAL AND CHILD HEALTH, BUREAU OF HEALTH 
CARE DELIVERY AND ASSISTANCE 

Di^avis. Thank you very much, Senator Nickles. 
fl m£l 0 J to Wloeize to Katie Beckett because I 

am going in front of Katie and Katie has been very patient all 
morning here, so we wili try to be very brief. 

Senator Nickles. Thank yov. 

Dr. Davis. Mr. Chairman. I am very pleased, however, to be here 
to discuss home and community-based care under the Medicaid 
Frogram, primarily the part that is focusing on the assistance that 
we have been able to offer to the chronically ill children 

nir^r a ^°^ Pa ?r ied u 0 u n ? y "1^ by . Mr Bo*** Wren, who is the 
CoveiSSe Policy Financing Administration's Office of 

Sn^l y0 M^ n ^ n0W ,' un , tU r «: entl y there has been little flexibility 
En? f A f edw ? ld rules for States to pnnide the noninstitutional 
JT1 • lon ^ m «"* services, particularly if they are ncnmedi- 
at home m ° r to maintain a disabled person 

Furthermore, the Social Security income eligibility rules further 
restricted the States from providing those kinds of Medicaid serv- 

lSSU 0 m£?lQ?i an i. ,n8 S tut ?? 1 - AL 1 of us '- of C0UrSe - we " remember 
1 ? 81 when President Reagan in a press conference spoke 

n;rVfn^^ k l t ^ from J ? ed J ar ^P 1 ^' IA ' who was at that pointres- 
pirator-dependent and had to remain inside an institution in order 
to retain her Medicaid eligibility. 

. Needless to say, we immediately began to look at that particular 
usue, and as a result of that we did develop a waiver policy for the 
S < S e fJ! ning i re ?o I io e I ne,lt A n int radepartmental board was estab- 
irf t lu er £ ly 1982 to r f n S w . similar cases that would be submit- 
ted by the States on an individual basis, and to look, then, at how 
we could apply the new SSI deeming rule to those cases. 
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The new deeming requirements now allow that individuals who 
were institutionalized can be treated at home for less cost and yet 
maintain their Medicaid eligibility. 

Now, the board was created on a temporary basis to make case- 
by-case decisions based on the State's documentation of the antici- 
pated savings to Medicaid and an assurance, also, that there would 
be a continued high-qua?ity medical care provided in the home. 

Another approach that has been developed was through what we 
refer to as the section 2176 program that the Congress passed in 
the Omnibus Reconciliation Act, which authorized further develop- 
ment of a home and community-based waiver program. 

Under that program, the Secretary can waive certain Medicaid 
requirements and allow the States to provide cost-effective Medic- 
aid coverage in a very broad array of home and community-type 
services which the individual may need in order to avoid institu- 
tionalization. . . G 

Within section 2176, there is a provision, also, to allow the btates 
to cover individuals at home who, like Katie Beckett, would nor- 
mally have qualified only when they were in an institution. 

Then in 1982, with the Tax Equity and Fiscal Responsibility Act, 
States were allowed to waive their deeming requirements for the 
disabled children under 18 who could be cared for in a less costly 
home environment. 

So, with those new options available to the States, we thought 
that the tenure of the review board would need to be extended only 
through December 31, 1984, except for requests that were pending 
at that time at the end of December 1984. t 

As of June of 1985, the board had approved 180 individual cases 
and disapproved none, and there are still some pending. To assist 
the States, however, in using their section 2176 waiver process, we 
in the Department established a very streamlined procedure in 
which the States may request what is known as a model waiver. 
That is either in addition to or in lieu of the larger home and com- 
munity-based waiver program. 

The model waiver, of course, is limited to 50 cases of blind or dis- 
abled children or adults who would otherwise be eligible for Medic- 
aid only when they were institutionalized. The States must offer, 
however, at least one home and community-based service, and pri- 
marily they offer case management, which we have heard spoken 
about today as to how important it is. And then they also must 
make available all the other services that are included within their 
State plan. 

To encourage the States to participate in the model waiver pro- 
gram, we have sent instructions to our State Medicaid agencies on 
exactly how that waiver process works. In fact, the model waiver 
application is almost a fill-in-the-blank form at this point. 

We have held workshops at each and every one of our State Med- 
icaid directors' conferences on the model waivers. And, in addition, 
both former Secretarv Schweiker and Secretary Heckler have re- 
minded the Governors several times now of the availability of the 
waivers and have urged them to pursue the waiver option. 

Ep.rlier in today's testimony we saw and heard some heart 
wrenching examples of families with technology-dependent chil- 
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dren who look forward to a time when they can live more inde- 
pendent from their specific disability and the hospital. 

I want to divert from my testimony 1 minute to mention some- 
thing very positive that Secretary Heckler is doing for technology 
dey endent people. She is in the process of establishing the "Nation- 
al Initiative on Technology and the Disabled." This initiative was 
inspired by President Reagan's establishment of the "Decade of the 
Disabled" in 1982. With the cosponsorship of the Department of 
Defense, NASA and other Federal agencies Secretary Heckler, Sec- 
retary Casper Weinberger and Administrator James Beggs are in- 
listing the support of the aerospace and defense industries to lend 
their technological inventiveness and engineering prowess to find 
new ways to help the 41 million people in our country with disabil- 
ities gain more hope and freedom. For those who are interested I 
have more information with me and will be happy to share it with 
you. The Department of Health and Human Services is with Secre- 
tary Heckler's leadership continuing to look for new and better 
ways and alternatives to help people with disablities like the kind 
we see here today. 

Our staff in HCFA work with the States to assist them in devel- 
oping those waiver proposals, too. Most recently in May, I was 
pleased to approve a model waiver for chronically ill children in 
the State of Minnesota, and that program was able to go into oper- 
ation immediately duo in large part to the fact that the staff 
worked with the State people for over 50 days in order to have an 
acceptable waiver application. 

As of this date, Minnesota has only one institutionalized child at 
home and three others are awaiting certain kinds of electrical 
modifications to their homes so that they can be returned there, 
and those costs will also, in terms of the alterations, be borne 
under the waiver program. 

Once a waiver is granted, it is effective for 3 years and then the 
States with an approved model waiver can renew it, upon request, 
for an additional 3-year period of time, subject, of course, to our de- 
termination that they have met all the statutory requirements. 

As of May 31, we have had a total of 30 model waiver requests 
that have been received from some 19 States, and those model 
waivers are targeted to the severely disabled children who do live 
at home with their parents in the majority of cases. 

A few States have specifically used the model waiver to permit 
children who are currently living in the institutions to return 
home without the loss of their Medicaid eligibility program. 

Four of the programs cover case management services only. In 
those particular cases, I think that the model waiver is primarily 
used as a way to target the group with the access to the normal 
range of services inside the States Medicaid Program. 

The remaining 14 in the model waiver program provide a variety 
of home and community-based services, in addition to the normal 
Medicaid services, and those kinds of extensive benefit packages 
seem to reflect the severity of disability of the persons that are 
being targeted in the particular model waiver program. And it indi 
cates, too, I think, the high level of supportive care that is some- 
times required to keep those individuals at home. 
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Then there are an additional 14 States that have larger, what we 
call regular, section 2176 waivers which also cover the Katie Beck- 
ett-type cases and which involve an institutional deeming process. 

So for all of the waivers, including the model waiver, I think that 
the major issue in terms of approvability has been the issue of cost- 
effectiveness and the issue of guarantee of quality of care. 

We havT bSn interested, in our Office of ^o^tration and 
Evaluation, in doing a very thorough evaluation of the impact on 
the program and our evaluation program, begun in late WM, is 
scheduled to be completed in September of 1986. 

But as I sat here today and looked at the evidence of the people 
who have been helped already by the various program eftorte, Mr. 
Chairman,TS veiyllear that the flexibUity that the Federal Gov- 
ernmTnUlas been able to provide in the ™ Stat^ ^indeed 
been welcomed and put to good use, and for that I am quite grate- 

U But I am also hopeful that we will be able to improve upon what 
we have accomplished to date so that more of the chroni<^y dl 
children can remain at home rather than be separated from their 
families aud cared for in an institution. 

I would be happy to answer any questions. 

[The prepared statement of Dr Davis and questions submitted by 
Senator Pell with responses follow:] 
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Mr Chairman, I am pleased to be here today to discuss hohe and 

COMMUNITY-BASED CARE UNDER MEDICAID, FOCUSING PARTICULARLY ON THE 
ASSISTANCE ME HAVE BEEN ABLE TO OFFER CHRONICALLY ILL CHILDREN 
THROUGH THE SEVERAL OPTIONS THAT ARE AVAILABLE TO THE STATES. 
I AH ACCOMPANIED BY ROBERT WREN, DIRECTOR OF THE HEALTH CARE 

Financing Administration's (HCFA) Office of Coverage Policy in 
the Bureau of Eligibility, Reimbursement and Coverage. 

Background 

AS YOU KNOW, PAYMENTS FOR INSTITUTIONAL LONG-TERM CARE SERVICES 

under Medicaid account for an increasingly larger share of the 

MEDICAID BUDGET. IN 1983, PAYMENTS OF ALMOST $14 BILLION IN 

, Federal and State funds represented 43 percent of all program 
COSTS. BY 1990, THESE payments can be expected to double, if 
current utilization trends continue. 

Until recently there was little flexibility under Medicaid rules 
for States tc provide non-institutional long-term care services, 
particularly non-medical services N'EDED to maintain disabled 
persons at home. eligibility rules further restricted states 
from providing medicaid services outside of an institution. 

This particular problem was emphasized when in a November 1981 

PRESS CONFERENCE PRESIDENT REAGAN SPOKE OF A LITTLE GIRL, KATIE 

Beckett from Cedar Rapids. Iowa, who was respirator-dependent and 
had to remain in an institution in order to retain the medicaid 
eligibility that paid for her care. Katie Beckett qualified for 
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Medicaid because her parents' income was not deemed available to 

HER IN AN INSTITUTIONAL SETTING. HOWEVER, SHE WAS READY TO 60 
HOME ACCORDING TO HER PHYSICIAN; h5R PARENTS NATURALLY WANTED HER 

at home; and the cost of treatment at home would be substantially 

LESS THAN IT WAS IN THE HOSPITAL. BUT ONCE SHE LEFT AN 
INSTITUTIONAL SETTING AND RETURNED TO LIVE WITH HER FAMILY, THE 
FAMILY'S INCOME AND RESOURCES WOULD MAKE HER INELIGIBLE FOR 
MEDICAID, WHICH WAS THE ONLY MEANS BY WHICH THE FAMILY COULD 
AFFORD HER CAKE. 

AS A RESULT, THE DEPARTMENT OF HEALTH AND HUMAN SERVICES IN EARLY 
1982 ESTABLISHED AN INTRA-DEPARTMENT BOARD, TC REVIEW SIMILAR 
CASES SUBMITTED BY STATE MEDICAID AGENCIES AND TO APPLv NEW SSI 
DEEMING RULES TO THOSE CASESr THESE NEW DEEMING REQUIREMENTS 
WERE AIMED AT ALLOWING INDIVIDUALS WHO WERE INSTITUTIONALIZED TO 
BE TREATED AT HOME .-OR LESS COST AtfD TO RETAIN THEIR MEDICAID 
ELIGIBILITY. THE BOARD WAS CREATED 0" A TEMPORARY BASIS AND WAS 
TO MAKE CASE-BY-CASE DECISIONS BASED UPON A STATE'S DOCUMENTATION 
OF ANTICIPATED SAVINGS TO THE MEDICAID PROGRAM AND AN ASSURANCE 
OF CONTINUED HIGH QUALITY MEDICAL CARE FOR A DEINSTITUTIONALIZED 
PATIENT. 

STATE OPTIONS FOR HOH g-bASED I flNG TERH CARE 

AS ANOTHER APPROACH TO THE PROBLEM OF MEDICAID'S EMPHASIS UPON 
INSTITUTIONAL CARE, CONGRESS IN SECTION 2176 OF THE OMNIBUS 

Budget Reconciliation Act of 1981, P.L. 97-35, authorized the 
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hohe and c0hhunity-b4sed and model waiver program. it authorized 
the secretarv to waive certain medicaid requirements to* allow 
States to provide medicaid coveragf of a broad array of home and 
community-based services other than room and board which an 
individual kay need to avoid institutionalization or to be 
deinstitutionalized. section 2176 also contained provisions 
which allowed states to cover people at home who, like katie 
Beckett, would normally kave qualified only if in an institution. 

Then, in 1982 with the enactment of the Tax Equity and Fiscal 
' Responsibility Act, P.L. 97-248, States were allowed, at their 
option, to waive deeming requirements for disabled children under 
18 who could be cared for at less cost at home than in an 
institution. 

with these new options available to the states, the tenure of the 
review board was extended only through december 31, 1984, except 
for requests pending before the board at that time. as of 
June 7, 1985, the Board had approved 180 cases and disapproved 
none. During its existence we had the opportunity to work with 
individual States to develop an appropriate Home and Comhunity- 

bASED OR flODEL WAIVER ALTERNATIVE. 

IN ORDER TO ENCOURAGE GREATER CTATE PARTICIPATION WE ALSO SENT 
INTRUCT i ONS TO STATE MEDICAID AGENCIES OU KOW THE WAIVER PROCESS 

worked. We held workshops on Model Waivers at our State Medicaid 
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Directors' meeting. In addition, both former Secretary Schweiker 
and Secretary Heckler reminded the Governors of each State 

SEVERAL TIMES OF THE AVAILABILITY OF WAIVERS AND URGED THEM TO 
PURSUE THE WAIVER OPTIONS SO THAT STATE PROGRAMS COULD BE IN 
PLACE BEFORE THE TERM OF THE FEDERAL BOARD EXPIRED. 

Section 217b 

To assist States in using the Section U76 waiver process to 

AVOID UNNECESSARY INSTITUTIONALIZATION, THE DEPARTMENT 
ESTABLISHED A STREAMLINED PROCURE UNDER MICH STATES MAY 
REQUEST WHAT IS KNOWN AS A "MODE,. WAIVER", IN ADDITION TO OR IN 
LIEU OF A FULLER HOME AND COMMUNITY-BASED WAIVER. COVERAGE UNDER 

a model waiver is limited to 50 cases of blind or disabled 
children and adults who would otherwise be eligible for medicaid 
only if institutionalized. 

Eligibility in model Waiver programs is not restricted to just 

THESE GROUPS. PERSONS WHO ALREADY MEET MEDICAID ELIGIBILITY 
CRITERIA OUTSIDE OF AN INSTITUTION CAM ALSO RECEIVE HOME AND 
COMMUNITY-BASED CARE IN MODEL WAIVER PROGRAMS. HOWEVER, 
ELIGIBILITY IN MODEL WAIVER PROGRAMS IS RESTRICTED TO PERSONS WHO 
MEET MEDICAID CATEGORICAL CRITERIA FOR BLINDNESS OR DISABILITY; 
AGED INDIVIDUALS ARE NOT ELIGIBLE UNLESS THEY ALSO QUALIFY AS 
BLIND OR DISABLED. 



104 



100 



Under a aodel Waiver request* States must offer at least oke home 
and community-based service* suck as case management* and make 
available those services now included in the state plan) states 
with approved *qdel waivers must assure the satisfaction of all 
the other statutory and regulatory requirements of section 2176. 

Secti on 2176 Waiver Requirements 

to be granted a more broadly based home and cohmunity~basfd 
Waiver or a limited Model Waiver* States must meet certain 
requirements including: 

o Necessary safeguards have been taken to protect the 

HEALTH AND WELFARE OF BENEFICIARIES* INCLUDING ADEQUATE 
STANDARDS FOR ALL TYPES OF PROVIDERS OF SERVICES UNDER 
THE W'.IVER . 

o There will be financial accountability for funds spent 

UNDER THE WAIVER, AND THE STATE WILL PROVIDE FOR AN 
INDEPENDENT AUDIT OF ITS WAIVER EXPENDITURES IN MOST 
CASES AS WELL AS AN INDEPENDENT ASSESSMENT OF EACH 
WAIVER PROGRAM THAT EVALUATES THE QUALITY OF CARE 
PROVIDED, ACCESS TO CARE. AND COST EFFECTIVENESS) 

o The State will pro.vide for an evalu\tion (and periodic 

REEVALUATIONS) OF THE NEED FOR THE INPATIENT SERVICES 
FOR INDIVIDUALS WHO ARE ENTITLED TO AND REQUIRE THE 
• LEVEL OF CARE PROVIDED IN A Stir OR ICFj 
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individuals likely to require SNF or ICF level of care ;re 

INFORMED OF FEASIBLE ALTERNATIVES AVAILABLE UNDER THE WAIVER 
AND ARE GIVEN THE CHOICE OF INSTITUTIONAL OR NON- 
institutional services; 

The State will provide on an annual basis information on the 

IMPACT OF THE WAIVER. 

States, as part of their waiver requests, estimate total 
Medicaid costs, for acute as well as long-term care under 

THE WAIVER VERSUS WITHOUT THE WAIVER AND ASSURE THAT TOTAL 
MEDICAID COSTS WILL NOT INCREASE AS A RESULT Of- GRANTING THE 
WAIVFK. 

The agency's actual total expenditures for home and 

COMMUNITY-BASED SERVICES PROVIDED TO WAIVER RECIPIENTS WILL 
NOT FOR ANY WAIVER YEAk EXCEED THE AMOUNT THAT WOULD HAVE 
BEEN INCURRED BY MEDICAID ABSENT THE WAIVER. 

All facilities covered by Section 1616(e) of the Act (i.e., 
the Keys ame^ment keuarding board and care facilities) in 
which waiver services ake provided are in compliance with 
State standards established pursuant to that section. 

Assurance of compliance with a data collection plan designed 

HHS ON THE IMPACT AND COST OF THE WAIVER. 
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hcfa works with the states to assist them in developing their 
waiver proposals* for example, i was pleased to approve on may 
13 a Model Waiver for chronically ill children in the State of 
Minnesota. The program was able to go into operation immediately 
and was actually effective April 1. This was due in large part 
to the fact that my staff worked with the State for over 50 days 
in order to have an acceptable waiver application, as of this 
date, minnesota has one formerly institutionalized child at home, 
and three others waiting for certain electrical mod fficat ions to 
be made in their homes before they can return there. most of the 
* cost of these alterations will be borne by the waiver program. 

The actual process we follow provides that waiver requests are 
deemed approved unless the deparlrtent, through hcfa, disapproves 
or requests additional information within 30 days of receipt. 
Once granted, waivers are effective for three years. Under the 
statute States must f'le annual reports on their waiver program 
recipients and expenditures which are used for program monitoring 
purposes • ankjal oversight reviews of approved waivers are also 
conducted as part of the medicaid state assessment review 
process. wa1 vers are monitored jointly by hcfa central and 
Regional offices. 
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Waivers hay be renewed, upon requesi, FO r an additional three- 
year PERIOD, SUBJECT TO A SECRETARIAL DETERMINATION THAT FOR THE 
PREVIOUS THREE-YEAR PERIOD, THE S7ATE MET THE NECESSARY STATUTORY 
REQUIREMENTS. 

Status of model waivfr ERflfi&AM 

o As of Hay 31, 1H85, a total of 3u Model Waiver requests 

HAD BEEN RECEIVED FROM 19 STATES. 

o The majority of Model Waivers are targeted to severely 

DISABLED CHILDREN LIVING AT HOME WITH THEIR PARENTS. A 

few States are specifically using model Waivers to 

PERMIT CHILDREN CURRENTLY LIVING IN INSTITUTIONS TO 
RETURN HOME WITHOUT LOSS OF MEDICAID ELIGIBILITY. 

o Four programs provide coverage for case mahangement 

SERVICES ONLY. In THESE STATES, THE %KL WAIVER IS 
PRIMARILY BEING USED AS A WAY TO PROVIDE THE TARGET 
GROUP WITH ACCESS TO THE USUAL RANGE OF SERVir£$ in THE 

State's medicaid plan. 
o The remaining fourteen active model Waiver programs 

PROVIDE A WIDE ARRAY OF HOME AND COMMUNITY-BASED 

services in addi1i0n to thl usual medicaid services. 
This extensive benefit package reflects the severe 
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disability of persons being targeted in model waiver programs and 
the hi6k level or supportive care required to keep them at home, 
another 8 States have larger non-model waivers under Section 2176 
which cover Katie Beckett-type cases (i.e., institutional 
deeming) under a program of home and community-based care. 

Waiver Prolan Evaluation 

For all waivers, including the Model Waivers, the issue of cost 
effectiveness is of 6reat concern. cost increases can occur 
unless waiver services are carefully targeted, the supply of 
long-term care beds is controlled, and future trends in nursin6 
home utilization and expenditures nuc accurately predicted. this 
is one of the areas that our office of demonstrations and 
Evaluation is studying in a thorough independent evaluation of 
the impact of the section 2176 wa1vsr pr06ram. the evaluation 
study was begutf in late 1985 and is scheduled to run through 
September 1986. 

Conclusion 

as i sit here today and see evidence of the people who have been 
helped by our efforts, it is clear that the flexibility given the 
States has been welcomed and put to use. For that, I am very 

6RATEFUL. I At HOPEFUL THAT WE WILL BE ABLE TO IMPROVE UPON WHAT 
WE HAVE ACCOMPLISHED SO FAR'*SO THAT MORE OF OUR CHRONICALLY ILL 
CHILDREN MAY REMAIN AT HOME RATHER THAN BEIHG SEPARATED FROM 
THEIR FAMILIES AND CARED FOR IN INSTITUTIONS. 

I WILL BE HAPPY TO RESPOND TO ANY QUESTIONS YOU MAY HAVE. 
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QUESTIONS FOR CAROLYN K. DAVIS FROM SENATOR PELL 



Ftom your testimony on IS June 1985 before the Labor and Human 
Resources Committee, it appears that a State, to obtain a more broadly 
based home and community-based health care waiver or even a limited 
model wa^er, must meet a great number of specific requirements. Do 
you not believe that these complex regulatory requirements discourage a 
State from expanding its health care coverage to include home health 
care? Could you explain the purpose behind these regulatory" 
requirements? 



In order to receive a Medicaid home and community-based (HCB) waiver, 
the statute requires that the States provide specific statutory assurances 
satisfactory to the Secretary. These include assurances regarding 
safeguards that have been taken to protect the health and welfare of 
beneficiaries; requirements to comply with a data collection plan; 
informing beneficiaries of choice; an assessment of need for level of care; 
and requirements for financial accountability for funds spent under the 
waiver. In addition, the States must assure that, for a given fiscal year, 
expenditures for Medicaid services provided to individjals under the 
program do not exceed either on an average per capita or aggregate basis 
amounts the State reasonably estimates would have been expended for 
medical assistance to these individuals absent the waiver. A formula for 
the provision of this assurance is provided in regulations. 

To implement these requirements, the program issued interim final 
regulations in late 1981. Our final regulations, issued in March of this 
year, are based in large measure on our initial experiences in working 
intensively with the States to enable them to develop waiver programs 
approvatle under the statute. They include some significant changes in 
requirements, procedures, and documentation designed to help us improve 
our oversight role, thus, maximizing the likelihood that statutorily 
required assurances aimed at preventing program cost increases and 
assuring the health and safety of beneficiaries will be met. 

These new waiver program requirements are not meant to harm the 
program, impede its operations, or discourage States from participating. 
They are required to avoid significant unexpected increases in program 
dollars, and potential problems related to quality of care. These 
requirements help insure that aggregate Meo'.caid costs will not increase 
while enabling frail and disabled beneficiaries to remain at home and 
receive needed services. 

States requesting limited "model waivers" may still use an abbreviated set 
of pre-printed forms through which review of their request is expedited. 
These forms are being revised to reflect the new rcgulatv y requirements. 
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While some States have expressed concern about the new rules, there is no 
evidence at all to indicate that the remarkable enthusiasm States have 
shown for the waiver program since its inception has diminished in any 
way. Forty-six Su .<*s are currently operating 10* separate regular and 
model waiver programs. An additional 29 applications are under review. 
Since publication of the new regulations on March 13, the Health Care 
Financing Administration (HCFA) has continued to receive requests for 
new waivers as well as requests for renewals of currently operating 
programs. In addition, on May 1, HCFA advised all States of iho 
additional assurances and information required for all approved waiver 
programs. As of July 5, 1985, we had received State responses on 5* 
existing approved waivers. This immediate response cleany indicates that 
the new regulations have not caused a decline in State interest in 
participating in the waiver program. 
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2-Q " DurinR the 18 June 1983 hearing, a number of the witnesses soecificallv 
^e"wl,o prov.de home health IZ , testified that t h* P I I^S 
gjd.s.ncent.ves to home healt h care. One of those disincentives n TT wf 
*_uur agency. That disincenti ve ,s your agency's failure to alteM TTf^ 
on in-hosp.tal care. Generall y, that focus' hJheen to provfd e mmed"a 
reimbursement for in-hns pi /al care but to t^art^t k. I, 
reimbursing home healt h care services or to provide Afferent l P ^U J 

CouM^ pease explain why vour agency h as ta.lea 1 to encourag ing 
"la^reb y proving the same level oVservi^s f or disabled chiE 
living at home with their parents, or by prov ding th e T^TT? 
services for ho me health carrproviders an i £cip7gnts? 

The Health Care Financing Administration administers two distinct 

XVIII) and Medicaid (under Title XIX). Medicare is a Federally- 
administered hospital and medical insurance program covering hTspt al 
physician, and other medical services for persons aged 65 or over, Sled 

"7? enS3Se in gainlul em P'°yment, S and most 
end-stage renal disease. Medicaid is a State-administered Federally- 
matched medical assistance program providing services for certain low- 
income mdividuals and families who, in general gain eligTbil ty for 
Medicaid bacause they are receiving cash welfare payments under eithe 
r r a T" ,e - with cc D ependent Children (AFDC) program or the 
SS al SeCur,ty (SS!) for aged, blind or disabled 

While both Medicare and Medicaid offer home health care benefits, they 
are no comparable and should not be confused. Medicare's extended care 

stvices' ^J"* " U ? ing £ dlity l6Vel 01 care and "° me "faith agency 
services, were designed as short-term post-acute care benefits. This is 

TlZf, "f^' Wl ? Ch h3S beCOme the sin S' e m ° st signif cantlource 
of public funding for the costly medical and long-term care needs of 
chronica, y ill, disabled children ar,d adults living t^th "side and outside 
of institutions providing all level of skilled and intermediate care. 

As indicated elsewhere in these responses to your questions, HCFA can 

SiS&F^^iT™ ErCater Unif ° rmity in intermediary decVsion^ 
be ^cifri P «° th- C0 -f ra ^ and reim b""ement for Medicare 

the t r» y.v J I- "IT 6 un,lorm,tv . however, cannot be mandated for 
tne Title XIX Medicaid program, under which each State administers its 
own program within broad Federal requirements and guidelines These 
andThT" C ° nsidcra °'e diction in de S terminTng income 

and other resource criteria for eligibility, covered benefits, and provider 
payment mechanisms. As a result, although each State is required to 
provide certain bas.c services to all it! Medicaid redpfents the 
characterises of Medicaid programs vary considerably from I Sta " to 

lovl*??A Cann r-' by l3W ' mandate uniform 'ty ol Medicaid home health 
. 1 '." W3y mea " th3t We have not acted t0 encourage 
or their kaK^ d °^/ r ° Era T WhiCh famil,es who wish to cafe 

for their d,sabled children at home to do so under certain circumstances 
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with Medicaid assistance. In fact, the general availability of home health 
services under Medicaid is not at issue in cases similar to those 
highlighted in the June 18th hearing, because all States must offer home 
health services (as defined in Medicaid regulations at *2 CFR W0.70) to 
all Medicaid recipients who are entitled to skilled nursing services under 
their State plans and almost every State makes SNF services available to 
♦disabled diildren. 

The issues raised for Medicaid by these cases are twofold. The first 
involves a question of basic Medicaid eligibility for persons with family 
incomes too high to qualify outside of an institution for SSI payments, on 
which Medicaid eligibility for the disabled is normally based. The second 
involves the fact that providing for the long-term care needs of disabled 
or frail elderly persons in home settings often requires the provision of 
personal care and support services that are not strictly medical in nature, 
and which are, therefore, not generally covered by any private or public 
health insurance program, including Medicaid. 

My testimony outlined the multiple options which have been made 
available to States since 1981 to provide individualized long-term care 
services at home under Medicaid to chronically ill children and adults. 
These include establishment of our interim intra-Departmental board to 
provide case-by-case waivers of deeming requirements, enactment of the 
Section 2176 waiver program, development of the streamlined "model 
waiver" to facilitate approval of limited waivers involving institutional 
deeming for disabled children and adults, and enactment of Section 13* of 
TEFRA which permits States the option of waiving SSI deeming 
requirements to provide Medicaid at home for children under 18 who 
would otherwise be eligible only if institutionalized. 

We have encouraged State participation in the Section 2176 waiver 
program in a number of ways. First, HCFA published interim rules for the 
program within only 60 days after its enactment to expedite its 
implementation. Further, we published a set of forms for States wishing 
to apply for 2176 "model waivers." These forms were designed so that 
States could basically "fill in the blanks" and HCFA could promptly 
process the waiver requests. We have also made the waiver program a 
topic at all of our Medicaid Directors Conferences since 1982, and 
encouraged participation by States through letters from both former 
Secretary Schweicker and Secretary Heckler. 

Substantial staff time in HCFA has been allocated to the waiver program. 
In fact, we believe that many waiver requests would not have qualified 
technically without the time and expertise devoted by HCFA staff to both 
waiver applications and renewals. 
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wliJe'™ £<;-,°l' y '? J StatC - S Sti " d0 not have Papains in place which 
waive SSI institutional deeming rules to address the long-term "home care 

foV?™g^ffi ll J|S Wed H Children -. Th6Se Stite n s g ^nS m a e pp, e 
ior a regular or model home and community-based waiver for this ctoud 

expect that some of these States, which have made use of the intra 

EK^Kjfi to apply for model wai ™ " ^ 

SwmS"?^ 1 thC Wai Pr0gram with the States 50 far ' * convincing 
aheaTLr^ f 0 ^ ,n " ntives for State participation appear to 21 
oe vX e u«L'^, P 3Ce - 61 thC a J* ence °' "lid evaluation date^ would 
time ,L, » ^ ■ recommend any significant program changes a* this 

syr^rjsrfitj 8 opportunities for wis 
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3.Q. 1 understand from your testimony that your agency ha s worked with a 
dumber oi States to expand their options in the home health care arena, 
C ouTd you explain what your future plans are to encou rage the utilization 
orhome health care, generally, and could you outline, specificall y, what 
luture actions you will be taking concerning increasi ng State 
participation? 

A. The Department continues to make vigorous efforts to encourage 
Medicaid home and community-based waiver use. States may receive 
technical assistance from HCFA at any stage of the waiver submission 
and review process. The initiative for any waiver request, however, must 
come from the State, which we believe is in a better position to judge the 
appropriateness of community versus institutional placement for the 
Medicaid clients it serves. 

At this time, we believe that the best way to encourage States to move 
more Medicaid clients out of long-term care institutions into community- 
based care is to continue to offer them the opportunity that the waiver 
program now provides and to give them sufficient time to see some solid 
results from their own and othr- States' initial waiver efforts. We expect 
that our own ongoing waiver program evaluation, which will be completed 
in 1986, may help to pinpoint more specific ways to aid States which 
choose to emphasize deinstitutionalization under their waiver programs. 

We are also, through our demonstration authority, conducting a number of 
home health and community-based caw projects that cover a myriad of 
such services for a wide spectrum of Medicare and Medicaid beneficiaries. 
As a further demonstration of our interest in home heaith care, we ere 
participating with the Department in the National Channeling 
Demonstration which is designed to determine whether the long-term 
needs of the elderly impaired can be met in a cost-effective way through 
a corrm unity-based system of case assessment, care planning, and care 
management. 

We believe that these types of projects, along with the waiver program 
evaluation, will help us to address more specific recommendations for 
increased State participation. 
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uuermeaianes to make uniform coverage decisions u • 

utilizing this form in September i 98 5. aec,si0ns - We should begin 

In regard to your question about uniform guidelines for Medir a r P »«a 
Medicaid, ,t is important to remember thaf Medicaid is a LT P 

™Z%^ m -JTt H n CF , A r oves ™% 

andco, ge=^^ 

d.Tfer S rad n iX r How""' ^^ti"™!?. ^ ^ 
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6.Q. What are your agency's specific plans to assist in red ucing the cost of 
health care for chronically ill children and adults? 

A. HCFA intends to continue efforts to encourage States to avail themselves 
of the nome and community-based waiver program. We believe that this 
program has the potential for reducing the cost of health care for those 
individuals who otherwise would have been institutionalized. 

However, our comprehensive evaluation of the HCB program will not be 
completed until 1986. Because of that fact and because of our 10-year 
experience with related demonstrations showing the difficulties with 
predicting cost-effective home care service structures, we feel that it is 
premature to recommend specific strategies for reducing Medicaid costs 
in this area. We expect that this thorough evaluation will produce the 
kind of careful analysis needed to suggest specific recommendations for 
reducing costs while maintaining appropriate and, quality alternative 
services. 

Senator Nickles. Thank you, Dr. Davis. 
Senator Hatch. 

The Chairman. Well, Dr. Davis, thank you for being here. I just 
have a couple of questions. Based on your experience with the 
model waivers, what are really the most common reasons why 
States do not qualify for such waivers? 

Dr. Davis. I think the major problem as we have worked with 
the States has been to get them to be able to make a correct esti- 
mate of the expenditures that would be used within the model 
waiver. That has been primarily the activity where the State 
people and my staff have engaged in day-to-day conversations as 
we have moved through the process. 

The Chairman. I see. Now, I am anxious to implement changes 
in national policy with regard to home care to make it available to 
all chronically ill children, and I understand that it is your position 
that it is essential in order to do so that we provide that it saves 
money rather than costs additional money because of the deficit 
problems that we have today, and I know that is the position of the 
administration. . . 

Now, if you were in my position, what one legislative provision 
regarding home health care would you want to push to provide 
home health care for children? 

Dr. Davis. I think, Senator, it is a little difficult at this point to 
put my finger on a specific activity. We have been trying, as I said, 
to encourage each of the States to develop either a regular home 
and community-based program waiver or s. model waiver. All but 
two States and the District of Columbia have now done so. 

We work very actively with the States. I have about 10 full-time 
equivalent staff people working with the States as wc xry to work 
through the approval process. And as 1 indicated earlier, we have 
developed almost a fili-in-the-blank model forrr, but we do find that 
it still is somewhat problematic in terms oi me assortment process 
of what the costs would be. 
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Sometimes those costs a-e difficult to estimate, and I think that 
has been one of the major issues. But, second, and equally impor- 
tant, we have to make cer ain that we guarantee that the quality 
of care that is provided in the home is going to be equivalent and 
appropriate for the individuals. 

We are still doing the evaluation. It would be a little premature 
for me, I think, at this point to give you 

The Chairman. Well, we would like whatever help you can eive 
us because we do want to do this in this Congress. 

Dr. Davis. We would be happy to work with your staff in provid- 
lngfurther information. 

The Chairman. Senator Nickles. 

Senator Nickles. Thank you, Senator Hatch. 

Just one quick question. For the next panel, Dr. Davis, we are 
going to have, as you know, Katie Beckett's mother, and also Ruby 
Gaines, who is also the mother of a respirator-dependent child 
know? ° f 0klahoma 1 of those 19 States > do >ou happen to 

Dr. Davis. No, it is not. 

3enator Nickles. Prettv much the same question that Senator 
Hatch asked— why would a State not— it seems to me like they 
would like to have that flexibility. It seems to me like they can 
save money and that they would provide better care, and it w^uld 
be home health care instead of institutional care 

So why would a S* ate not opt? 

Mr. When. The State of Oklahoma, Senator, does have a regular 
home and community-based services waiver that has been ap- 
proved, and thev have a request in for another regular waiver. But 
the State of Oklahoma has not requested a model waiver, as was 
pointed out. 

Senator Nickles. OK. They have not requested a model waiver, 
but they did request the 2176 standard waiver? 

Dr. Davis. That is correct, and the cliildren can be served within 
that regular waiver program. I think that is an individual States 
decision as to whether they simply want to file for a larger waiver 
request which encompasses the aged as well as the children. 

Senator Nickles. Is the 2176 the broader 

Dr. Davis. It is a more comprehensive waiver program. 

Senator Nickles. And have they utilized that? Are a lot >f States 
using that? 

M £; Wke ?- Xf 8 ' they have. We have had requests from 47 differ- 
ent fatates for the regular waivers, and for the regular waiven- we 
rave approved 88. 

Senator Nickles. You approved what? 

Mr. Wrfn. Eighty-eight waivers from some 44 different States. 

benator Nickles. Are those broad waivers on like individual 
cases or are they broad waivers for the States programs where the 
btate could automatically place these individuals in home health 
care in lieu of institutional care? 

Dr. Davis. It is the latter. 

Senator Nickles. The latter? 

1 PlP A 'V 8 \? eB - Th 9 r make an estimation of how many individ- 
uals they believe can be served within the State, but it is far more 
than in the model waiver, which is limited to 50. 
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Senator Nickles. I see. Do you feei like these programs are, one, 
better health care and, two, cost-efficient? 

Dr. Davis. We do not approve of them unless they are cout-ef^- 
cient, and I think one of our meyor concerns is to make certain 
that they are substitutional ftr the care that would have been 
given in an institution. 

Clearly, I think from the group of individuals you have seen here 
today, it does represent a very important component. I think the 
growth and development aspects can easily be identified as being 
perhaps better in a home environment than they are in an institu- 
tion. , 

Certainly, being a former pediatric nurse myself, I recognize that 
while institutions can give very fine care, there is no substitute for 
the family itself. We have tried, as I indicated, to stimulate interest 
in model waivers among the State Medicaid programs. They even 
at one point had Julie Beckett herself come and talk with the Med- 
icaid Program people. So I think we have been very active in en- 
couraging that particular program. 

Senator Nickles. Well, I commend you for it and I hope that the 
States throughout the country will take advantage of that, and I 
hope that you will continue to make it easy for the States through 
their applications. And through your statement, I was taking that 
you are, and again I compliment you for it and I appreciate your 
statement today. 

Thank you very much. 

The Chairman. Well, thank you so much. We know you have to 
catch a plane, so we will excuse you while we turn to Dr. Hutchins. 
Dr. Davis. Thank you, Senator. 
The Chairman. Thank you for being here. 

Dr. Hutchins, I have to limit you to 5 minutes. You have an ex- 
cellent 27-page statement. 
Dr. Hutchins. Yes. 

The Chairman. We clearly Jo not have time to hear it all, so if 
you could keep within 5 minutes and summarize, we ere going to 
put your complete statement in the record, and we will for all wit- 
nesses. 

Dr. Hutchins. Thank you, Mr. Chairman. 
The Chairman. Thank you so much. 

Dr. Hutchins. We in the Public Health Service are grateful for 
this opportunity to appear with our colleagues from HCFA in pre- 
senting testimony to you about our efforts in support of effective 
health care for chronically ill and handicapped children. 

In your letter of invitation, you asked that we discuss SPRANb 
grants. For those who are not up to date on Government acronyms, 
SPRANS stands for special projects of regional and national signifi- 
cance. These project grants are funded from a congressionally man- 
dated seiaside of moneys from the Maternal and Child Health 
Service's block grant enacted in August of 1981. 

These special project grants are made for a variety of purposes 
and are intended to support and enhance the service dehvery pro- 
grams at the State and community levels. Grantees include health 
departments, voluntary agencies, professional groups, research cen- 
ters, universities, and the like. 
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Before discussing current SPRANS activities, I believe it would 
be useful to discuss some of the background relevant to iUaJ**! 
cuss™, as well as the ways in which^e look at JS? rS^ffife 
and our approaches to the needs of chronically ill^dXwed S 

JUtEF ° U / ^ eraI ^ enC ^ mle one of support-providine 
consultation, training and technical assistance to State S lS 

kSS ^ nC1 ^' *? * uc *«<»i and other health-related g^ups to 

ttsgrssztsgs?* to volunteer - d 

the W 5^°«eS« 

community-based, Statecoordinated. regionaUroSSdhS 
atTSir d & 8yStem fW Chr0ni ^l «S 2ffi2?dfeS£ 

PubS? SJvllfi n ?h rl o3 e i g ^ en . ""ivenanr of the passage of 
l-ublic Law 74-271, the Social Security Act of 1935, whichl-esulted 

2nd I cwiS. COmmitment to the health and we «Wof ShX 

Although one of the principal foci of title V of the Social Securi 
/ Act— section 504. cam«itW*liv_i„ iqqk — " j;"r .^ u " 




r-t,.^ wave wienuea meir concerns to Jhys callv disabled »r 
^impaired, developmentally delayed, and^effic^ m'chU-" 

w kSf ^P^ensive approach, 50 years in its development is one 

tea^fritSvi 116 m f 0Vement °{ ChlId - ren from institS 'to ?he 

The V^S a PPW"a*e setting for their development. 
aJ • i? u? rf immunity-based services is certainly no current 

series rfrZ 6 ;^ 8 ^ fi »V^^^'StoSl3 
semces is to recognize a child as a local c ttzen with the riehts and 

fSSSSSSS^* Md dTveloZgTK 

hsss^ss^ of their and — *s! 

inS^ 8 - 1 e .u entS 0ver the past decade have contributed to renewed 
interest m the service needs of children and youth-the emereenS 

LiS r Q4 fff ^ 8 ""SfPtof the new morbidities, paaag o S 

motion of S fi^ui*- th foS p0rt /i he P 81 "* PaneI for the Pro- 
motion ot Child Health in 1980, and the Surgeon General's Wnrk 

shop on Children with Handicaps and Their KSief hi 1982 

While participants from that workshop focused on the extensive 
SSSfiSL 0 ? th f. ^^atorKlependent child, STflSfaS we£ ex- 
trapolated for their implications for all ch ldren with disabnitip« 

t^SPRANS^r r ^ gi r n to the Surgeon Gene^and 8 m^ny e o S f 
♦Ef * 8T antee s that we are reporting about this mornine in 

immStin 8tlm ,° ny ^ actuaII y six oKhSeTv^feS 

aM^s^** 8 * 8upported by the 

Given this conceptual framework, background and the <?n war 
commitment, the Division of Maternal andWd I Health hasfel! 
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oped initiatives to address issues of regional and national signifi- 
cance in eight major areas relevant to this population: one, commu- 
nity-based services; two, early identification and intervention, 
three youth in transition, the adolescent disabled youth; four, 
family enhancement; five, hemophilia regionalized programs; six, 
issues around financing of care for disabled and chronically ill chil- 
dren; seven new and emergent issues for special populations; and, 
lastly, the future of crippled children services to children with spe- 

cis.1 needs • 

All of these are closely related and the aim is to build an ongoing 
system of family-centered care at local and State levels. Beginning 
with the projects on ventilator-dependent children that were a 
direct outgrowth of the surgeon generals children s workshops and 
proceeding through the others, I will mention them briefly. Refer- 
ences to them are in the main text. , . 

We are currently funding three grants on ventilator-dependent 
children in the States of Illinois, Louisiana, and Maryland, and 
some of those you have heard from this morning. All three of these 
are focusing on transfer of children from institutional settings to 
homelike settings through the use of multidisciphnary teams. 

Families are the most important support system for children who 
are chronically ill or disabled. Since most health care is provided 
by the family, families need to be encouraged to participate in all 
phases of their children's care and to serve as a resource for the 
health care team. . rrr. 

The issue of case management has come up this morning, me 
optimal case manager is the parent, and the professional case man- 
ager must be supportive of the parent in that role as the case man- 
ager It is they who hove the responsibilities of the child and who 
have to work their wa> through the system. The most we as profes- 
sionals can do is assist that process. _ . 

There are a series of projects on financing. A project m Massa- 
chusetts as an example is Project Serve, looking at reorganization 
of the crippled children's program in Massachusetts. 

Early identification is an important issue, and another project in 
Massachusetts is working through Children's Hospital of Boston 
and Wheeling College to look at followup of infants treated in new- 
born intensive care units within the six States of the New England 

Sr We are collaborating with the Department of Education on youth 
with disabilities-the problems of these children as they move to 
adult life and adult needs. Although we are concerned about the 
lack of resources for children, it is even worse as these kids move 
on into adult life and encounter educational as well as social, 
health, and vocational problems. . 

In addition to the projects mentioned there is the central ussue of 
the future direction of services to be provided through btate crip- 
pled children's services. The National MCH Resource Center at the 
University of Iowa is conducting a project that is examining the 
history of governmentally supported programs for children vith 
specialized health care needs and is analyzing the following issues: 
services needed and the best methods to provide them; the barriers 
for obtaining these services; the organization of governmentellv 
supported programs providing services at the btate and local level, 
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with consideration of the feasibility of creating community-based 
networks of integrated services, and the financing of these 

Mr. Chairman, we believe that the SPRANS projects' that we 
have the privilege to administer are making a substantial contribu- 
tion to today s movement in support of care at home for chronically 
ill and disabled children. 

We appreciate your invitation to describe these activities to you 
and your committee. Now, I would like to introduce to you Dr 
Merle McPherson, who is accompanying me today. Dr. McPherson 
is chief of Habihtative Services Branch and she is responsible for 
the i administration of the projects described and for many of the 
leadership efforts that these projects represent. 

^ If i£ 0 iL have ^H 0118 about these programs or related activities, 
Pherson and I will be happy to try to answer them 
[The prepared statement of Dr. Hutchins follows-] 
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Mr*. Cuairman and Members of the Committee: 



We in the Public Health Service are grateful for the opportunity to join our 
colleagues from the Health Cere Financing Administration in presenting 
testimony to you about our effort* in support of effective health care for 
chronically ill and handicapped children. I am accompanied by Dr. Merle 
McPherson, of the Division of Maternal and Child Health, Bureau of Health 
Care Delivery and Assistance. In your letter of invitation, you asked that 
we discuss "SPRAHS" grants, *>r the benefit of those not up-to-date on 
government acronyms, SPRAKS stands for Special Projects of Regional and 
National Significance. These grants are project grants, funding for which 
coses froa a congress ionally mandated set-sside of monies (the lav ssts aside 
between 10 and 15 percent) from the Maternal and Child Health Services Block 
Grant enacted in August of 1981. These special project grants are made for a 
variety of purposes and are intended to support and enhance the service 
delivery programs st the State and community levels. 

Grantees include heslth deps aents, voluntary agencies, professional groups, 
resesrch centers, universities and the like. Administration of the SPRA2CS 
grants is the responsibility of the Division of Ktternel and Child Health in 
the Bureau of Health Care Delivery and Assistance, Health Resources and 
Services Adninistrstion. Before discussing current SPRAHS activity, however, 
I believe thst it will be useful to discuss the bsckground for today's 
efforts as well as the ways in which we look at our responsibilities and our 
ajtj>r-aches to the needs of chronically ill snd disabled children. 
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Conceptual Framework 

Ve view our role, at a Federal agency, at that of a tupport organization, 
providing contultation, training and technical attittance to State end local 
health agenciet, to education and other health-related groupt, to health 
profettiontl organizations, to volunteer and parent groupt, and to other 
Federal agenciet. 

We feel prime retponaibilitiet are to tupport and attitt with the detign and 
development of a child-centered, family-oriented, community-bated, 
State-coordinated, regionally-organized health tervice delivery tyttema for 
chronically ill/ditabled children and their familiet. 

The year 1985 markt the golden annivertary of the pattage of P.L. 74-271: 
The Social Security Act of 1935. Crippled Children ! t Servicet, one of the 
principal foci of Title V of the Social Security Act, wat directed originally 
to children with orthopedic handicaps, but State Crippled Children's programt 
have extended their concerns to phytically disabled, tentory impaired, 
developmentally delayed and chronically ill children and their families. 
Along with extending the populations covered, has been a concomitant effort 
to deviae a comprehensive approach that is child-, family- and home-centered, 
rather than disease centered. This comprehensive approach, 50 years in its 
development, is one which fosters the movement of children from institutions 
to the least restrictive, most appropriate setting for their development. As 
often as possible that setting should be their own homes and cared for in 
their own communities. The concept of community-' ased services is certainly 
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no currant f.d in h..lth care. to ., of urtl^Un*, co«nity-b..ed 
..rvic.. i. to recognix. the child . loefl citixen ^ rig „ ti ^ 

reeponaibilitie. of living, pl.,^, ^ ^ fa M . ^ Md 
the, actively participat. in the tet.U.ctu.1, .oei.l, .nd recreational 
activitie. of th.ir peer., «nd receive he.lth cere fro. their own 
phy.ici.ne. To be effective in both ere .nd co.t, ..rvic.. Mt ^ 

* Pe«ily- .nd child-centered in appro.ch; 

* Development.! in focu.j 

* Interdieciplinary in .cope; 

* Individualized, .ctive, .nd ongoing in n.turej 

* Le.at restrictive in environment 

* Co.prehen.ive, continuout, and coordin.ted in execution. 
Hietory of Efforte 

Several .v.nt. over the pa.t decade have contributed to renewed int.re.t in 
the .ervice need, of children .nd youth with chronic iim... „d to the need, 
and .trength. of >. h .i r f „ iU ... ^ of the „ event8 _ ^ ^ ^ ^ 
the concept of the aridity"; in addition, there were: the pa.a.g. of 

P.L. 94-142, the Eduction of All H.ndic.pped Children'. Act of 1975; the 
report of the .tudy conducted by the V.nderbiit Oniver.ity In.titute for 
P-blic policy Studie. on Chronic.lly 111 children; the report of the Select 
Panel for the Predion of child He.lth in I960; the Surgeon General'. 
Vork.hop on children „itn H.ndic.p. „d Their P.ailie. in i 982 . 
in 1975, Dr. R9bert g{ ^ ^ ^ ^ ^ 
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noted thtt the tociel envirorawnt la which • child Uvet U * ujor 

determinsnt of hit health tnd the ctre he will receive. The "Hew Morbidity" 

it chertcterired by children's behtviorel end p»ycho»oci»l problems end 

family stress* Dr. Reggerty described it as being beyond the boundaries of 

trsditionsl medicsl cere. The "New Morbidity" will require, Dr. Hegger'ty - 

maintained, extension of the pediatrician into the community in collaboration 

with many other disciplines. 

In the ssme yetr, Congress passed the Education of all Hsndicapped Children's 
Act (P.L. 94-142). Ensctment of this Isw marked the culmination of a 
"revolution" in educationsl opportunities for hsndicapped children. More 
recently st tent ion is being given to those children with health impairments 
guch as diabetes, hemophilia, rheumatic diseases and cystic fibrosis, who do 
not require specisl educstion, but who do require related services. The 
concept of individuel csre plsns, fostered by P.L. 94-142, has become 
accepted in all human services. Unquestionably } appropriate collaboration 
snong the sgencies an* among providers of human services - heslth, education 
snd socisl services, in response to chese plans, is resulting in much more 
effective services for the patients and fewer complexities for the psrents. 
Providing the lesst rettrictive environment for children consistent with 
their speciel needs is snother lesson from P.L. 94-142. This philosophy hss 
opened the normal clsssroom to children with disabilities and chronic 
illness. However, wt must not interpret "least restrictive environment" to 
mesn "normal." Universal mainstresming is as appropriate aa blanket 
institutional itstion for disabled children. The essentisl questions 
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.hould be, U the child being given „.ry opportunity to le.rn or dollop 
inherent .biiitie. .ad h.ve we, • re.pon..ibl. .oei.ty, r.«,v.d .11 
b.rrier. .nd pl.c.d the child in the w.t opportune ..ttin, for d.veloj-ent 
to occurt The select P.nel for the Promotion of Child Ke.lth L.ued it. 
report in 1980. The ch.irper.on, Lee Schorr, in her tr.nraitt.l letter, 
».id: "Sot only i. the f«»il y the pri*.ry unit for the delivery of he.lth 
.ervice. to inf.nt. .nd children, but the f«mily environment i. prob.bly the 
gre.te.t influence on . child', he.lth... fro. conception on, . child i. 
dependent upon hi. or her .other .nd other fmily not only for the 

Phy.ic.1 neceeeitie. of life food, .h.lter, clothing .nd protection fro- h.r« 
- but .1.0 for the emotion.l .upport .nd intell.ctu.l .timul.tion needed for 
he.lthy growth .nd development. It require, no gre.t experti.e to r.cogni.e 
the import.nce to .ny child of . , ecu re, loving ,nd .timul.tin, f„ily 
environment... Our growing recognition of the p.ychologic.l «nd .oci.l 
component, of heelth hee enhanced our .w.rene.. of the f«mily'. 
import.nce... The f„ily i. not only the princip.l influence upon . child 1 , 
develops*, it i. .l.o the intermedi.ry between the child .nd the out.ide 
world, including the he.lth ere .y.tem... He.lth provider, c.n .upport 
encour.ge ,nd enh.nce the competence of p«rent. in their role .. c.regiv.r.. 
or they c.n directly or indirectly underline .nd denigr.te it." 

Pour theme, emerged f rwt the Se , ect p , nel ., , eview q£ ^ ^ ^ 

of children with chronic illte..: Pir.t. the nece..ity for coordin.tion of 
ere with elimin.tion of duplicetion .nd unnece...ry c.tegoric.l 
re.triction.; ..cond. the requirement for more tr.ining of profe.. io n.l. « 



128 




124 



ill level*; third, the need to eupport end expend prevention end eirly 

V 

identification efforta; fourth, the neceaaity to tecure «bre paychoaocial end 
finenciel eupport for faailiea of chronically ill children. 

Since the Ute 1970 'a the Vanderbilt Institute for Public Policy Studies haa 
been examining the themea enunciated by the Select Panel, aa veil aa ot*er 
issues, through their Chronically 111 Child project. It ia important to note 
that thia project vaa funded jointly by the Departmenta of Education vnd 
Health and Human Servicea in the public aector and by the Robert Wood Johnaon 
Foundation, in the private aector. The Vanderbilt inveatigatora identified 
certain baaic principlea that ahould underlie policy concerning chronically 
ill children, including: 

* "Children with chronic illneaaea and their faailiea have apecial 
needs which merit attention, beyond that pr jvided to the health needa of 
able-bodied children. 

* Families have the central role in caring for their own oembera and 
. the goal of policy ahould be to enable families to carry out their 

responsibilities to nurture their children snd encourage their moat effective 
development • 

* Policy should encourage professional servicea of a highly ethical 
natuie. Key elements include truth telling, confidentiality, main :enance of 
dignity and respect for fsmily preference, professional* recognition of 
limits of their own effectiveness, and emphasis on collaboration. *' 

The Surgeon Genersl's Workshop on Children with Handicaps and Their Fsmiliea, 
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in December 1982, gave prime consideration to high technology, itt 

contributions, itt complications and iti high cost. 

The »«jor objective! of the Surgeon General 1 ! Workihop were; 

* To develop strategies to reccgniae the comprehensive eervicee and 
long-term sssistsnce needed by children with disabilities; 

* To address the burdens and challenges faced by the families of these 
child-en; 

* To stimulste the provision of resources for these special children in 
their communities; 

* To address the burdens and challenges faced by the families of these 
children; and 

* To stimulate the provision of resources for these specie, children in 
their communities* 

While Workshop pcrticipants focused on the extensive problems of the 
ventilator-dependent child, the findings were extrapolated for their 
implications foi all children with disabilities. Seven recommendations were 
presented to the Vrgeon General; 

* Define the Scope of the Problem 

* Develop Model Stsndards 

* Develop Systems of Regionalized Care 

* Improve Financing of Care 

* Identify Areas of Abuse Potential 

* Incorporate Into Training Curricula Principles of Care for Children 
with Disabilities 

* Support in the Care of Children with Disabilities 
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The Surgeon General's Workshop and the recommendations that emanated from It 
stimulated a vsriety of sctivities and projects designed to address and 



sddressed six of the seven recommendation* and the Division of Maternal and 
Child Heslth continues to work with the Surgeon General to improve the 
delivery of services and to develop and disseminate information about 
available services for chronically ill and disabled children and their 
families. 

As President ttesgan noted in his Child Health Day, 1984, messsge: 'Tnere 
...are severely handicapped infants who require not inly the love and support 
of their families but who must have the help of many groups in their 
communities— doctors, hospitsls, health departments, providers of heslth 
care, and others— if they are to thrive. 

During the coming year, it is my hope thst we can contir^ to demonstrate 
what a free, energetic, and enlightened society can do cooperatively to 
protect and improve the health status of our Nation's most vital asset, out 
children." 

SPRAHS Experience 

Civen this conceptual framework, background and 50-yesr commitment, the 
Division of Msternal and Child Heslth hss developed initiatives to address 
issues of regional and national significance in eignt major areas: (I) 
Community-Based Services Development; (2) Early Identification an 



implement them. SPRANS grants have been awarded to organizations that 
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Intervention for high-risk infsnts and those with discernible hsndicsps; (3) 
Youth in Trent ition/The Adolescent disabled Youth; (4) Family Enhancement; 
(5) Hemophilia Reg ions lised Program; (6) Fineucing of Care Cor 
Disebled/Chronicslly 11 Children; (7) New and surging I„ U es for Special 
Populations; and (8) Future of Crippled Children** Services to Children with 
Special Needa. 



All are closely linked and the aim is to build en ongoing sytse* of 
fsoily-centered care at lorvil and State levels. Beginning with the projacta 
on Ventilstor-Dependent children that were a direct outgrowth of the Surgeon 
General's Workshop and sre representative of new and emerging issues for 
special population* and proceeding to discuaa those projects related to 
Finsncing Health Care, Community-Based Services, Early Identification and 
Intervention, Youth in Transition, Hemophilia, Fimily Enhancement and Future 
of Crippled Children's Services, let me describe a few projects and offer to 
provide the committee virh additional information, if requested. 

Ventilator Dependent Projects 

The Division of Maternal and ChUd Htilth funded three grants to develop 
systems of regionalized care focusing on ventilstor-dependent children- The 
grsnts were awarded to Illinois, Louisians, and Maryland. All three projects 
focus on the trenefer of children from institutional settings to home-like 
settings through the use of multidisciplinary teams. 
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The projects ere concerned with providing comprehensive, cost-ef fact ire. 
continuous cere ro children with high- technology needs. Tbay require 
extensive collaborative effort by tertiary, intermediary, and primary care 
agencies, nil three projects empheeiie the need to develop and sustsin a 
community-beeed support system. The Maryland project combines local, State, 
and regional orgsnisstions to eotsblish a private, non-profit organisation to 
facilitate the discharge of ventilator-dependent children to their perents oi* 
gusrdians for care st home. Collaboration may involve cooperation of 
tertiary pediatric emergency medical services, local fire department end 
voluntary ambulenc* services, or parental training provided by community 
sgencies and privste practitioners. 

Tbsee projects sre collaborsting in developing educational materials for 
families snd professionsls; in developing forms to collect eimilar data on 
the number of children who are technology dependent, helping to define the 
scope of the ptoblem; snd in providing information about aome of the 
long-term consequences of dissbling conditions on theae children and their 
femilica- The University of Chicsgo received a SPRANS grant to aveluete the 
economic *nd psychosocial impscta on families of caring for their 
ventiletor-deper^ *nt children at home and to determine the appropriateneee of 
Che three State programs for use in communities with other types of 
chronically ill/dissbled children. 

Financing Heslth Care Projec ts 




Problems related to financiuj care were cited in lh£ report of the Surgeon 
General's 1982 Workshop on Children with Hsndicsps and Their Familiee, 
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mentioned earlier. Theae problem* were cited ee unfortunate aide effecta of 
recent impiovementa in health care. We have diacovered tfcat today'a 
aophiaticated technology ia not only coatly, but aaema to require that 
children be kept in institution*, evay from their familiea and hoatea. The 
Divieion of Maternal and Child Health haa encouraged, aupported end initiated 
PHS activitiea in collaboration with other ageociea in the Executive Branch, 
including HCFA, and in the private c«ctor to addreaa the recommendation to 
improve the financing of care that emanated from the Surgeon CeneraTa 
Workahop. 



Preaentationa in a 1985 meeting of an ad-hoc group on financing health care 
for chronically ill and diaabled children focuaed on 10 SPRANS projecta which 
related to varioua aapecta of the financing iaaue. 

The projecta, by Srate, include: 

Developing a Computerised Information Syetea [California] 
Evaluation of Utilisation, Expenditure* ad Source* of Payment for 
Care of Chronically Ill/Diaabled Children end Their Families 
[California] 

The Network of Service* [Diatrict of Columbia] 
Caae Management Consultation Evaluation [Florida] 
Standard* of Care [Iowa] 
Futuie Direction* of Care in CCS [lova] 
Identification of Dace Needa [North Carolina] 
Coordination of Care [New York] 

Eatimatea of Coata of Care for Six Conditiona [New Tork] 
Financing Nutritional Scrvicea [Utah] 
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Our expectation it that our continuing activities relttid to Financing Heelth 
Care of Children with Chronic Illness end Disebiing Conditions will focus on 
five releted tress: (1) The impact of Diagnosis Related Croups [DRC] e, 
(2) Dats Needs; (3) Lieison with Heelth Cere Financing Administration 
[HCFa] ; (4) Lieison with Privets Insurers; end (5) Future loles for State 
Crippled Children's Service [CCS] Programs* 

Coragunity-Bssed Projects 

The purpose of the Network Project of Georgetown University Child Development 
Ceuter project is to provide key essistence to Stetes in implementation of 
policies snd programs to facilitate locel coordination efforts for children 
with dissbilities end chronic conditions end for their families* It is the 
culainetion of e number of Federel interagency efforts eimed et improving 
comprehensive cere ecross egency end professional lines* At the Federel 
level, it includes collaboration with the Office of Speciel Education and 
Rehsbilitstive Services; the Heelth Care Financing Adminie tretion; the 
Heedstert Bareeu of the Administration on Children, Youth end Feailiet; the 
Adoinistrstion on Developmental Dissbilities; end the National Institute of 
Mental Heslth* Currently 31 States am a part of the network with Technicel 
Assistance and consultation provided to education! heslth end mental heelth 
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sgsscies veil as to public snd privats voluntary groups. Cslifornis 
recently hotted * meeting of 7 western Ststes from the network. Two major 
problems discussed were (1) hov to get psychosociel services to children in 
locsl cosnunities end (2) hov to finence this cere. 

In love, the "Networking of Services for Hsndicepped Children" project is one 
thet ves esteblished to develop ia-stste regionel netvorks of cere for 
children with chronic conditions. Programs formerly sdmit*Xst«red by the 
Federel government ere nov Stete-directed with end receive eppropriete input 
from their communities. Regionel netvorks ere intended to coordinate 
available services needed by chronicelly ill children end their families. 
The progrsa has begun with the initietion of e dete/information system to 
fscilitete interegency communication end eveluetion of cere delivery systems. 

The project will incresse knowledge concerning the needs for services and 
outcomes of services, will creste e more effective method for provision of 
services through inter-orgenitstional cooperation, snd will demonstrste s oev 
model for collection snd snelyeie of multiegency detc used for eveluetion end 
plenning. The next phese of this grent wiU be spent in consolidsting 
support oervices for chronicelly ill children, in developing e continuing 
educetion program for Network Integreted Eveluetion end Plenning Clinice, end 
in providing oultiprofestional sgency medical counseling snd trestment 
services for sdolescents. A study of methodology end epproechee employed 
will be publiehed et the end of the second yeer of grent support for 
disse-.instion to States outside the deoonetretion region. 
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Project SERVE vat funded through a SPRANS t sot to the Massachusetts 
Tri-Agency Project for the Development of Policy end Program Strategies for 
Handicapped Children end Their Families. It i» a program deviaed by three 
organisations: Division of Family Health Service* Naaaachuaetta Department 
of Public Health; the Univeraity Affiliated Program £n the Boston Children's 
Hospital, and the Department of Maternal and Child Heelth and Aging in the 
Harvsrd School of Public Health to deaign and implement e State-vide 
comprehensive system of care for handicapped and chronically ill children and 
their families. The tasks at the initiation of Project Serve were needa 
assessment and policy analysis and implementetion of e comprehensive system 
through consultation and technical aaaiatance to the Division of Family 
Health Services. The most recent phase of hia project hea involved the 
development of strategies for alternative models for financing and for health 
care delivery. Project Serve was formulated ea a review of the operetion of 
the State Clinic system, and ia to aaaiat the Division of Family Health 
Services in defining its present and future role in service delivery to this 
population. 

In addition to the intentiona stated above. Project Serve will develop 
linkeges with other public and private service providers and will help to 
devise strategies to implement alternative models for financing and delivery 
of health-care services for chronically ill children in the State of 
Massachusetts* 

Another important program is the "Comaunity Health Care for Children with 
Chronic Conditions" project, centered at the Gillette Children's Hospital in 





St. Psul, Minnesota. This program it an interdisciplinary, multifacility 
project to stimulate the developaent of comprehensive community-based 
services for this population. The program emphasizes three approaches: (1) 
The developaent of a regional consortium composed of professional 
disciplines, institutions, and public end voluntary cetegoricei diseese 
a <cies. Th 3 consortium is e study group for exploretion and fscilitation 
of cooperative efforts, <2) The diversification of community-based ectivities 
by programs with expertise in chronic diseese, and (3) The analysis of 
current patterns of heelth-csre finencing. Addressing es it does effective 
regionalized systems of heelth cere, community eupport eystems, end improved 
mc nods of finencing of health cere through documentation end enelysis in 
order to develop comprehensive Stete csre-financing plens, this project ie 
expected to produce findings of mejor, netional significance. 

Another project is the "Coordination of CAre for Chronically 111 Children," 
conducted by Health Research, Inc.. and the New York Stete Department of 
Health in Albany, New York. The general purpose o' this progrsm is 
coordination of care among oedicsl entities and voluntary support 
organizations and the delivery of apecialized team care for various chronic 
illnesses of children. The program will establish demonstration projects as 
coordinated, comprehensive service model, and will see to the coordination of 
plans in the Department of Health and other agencies. Inportcntly, it will 
establish a data system of numbers of children, age, condition, and location 
of care. Regional workshops throughout the State snd feasibility atudies on 
the nsture snd scope of the proMem will be sdditienal methods 0 f procedure. 
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Early Identification and Intervention 



Early identification and intervention for high-riak infanta and thoae vith 
diacernible handicapa ia vital for effective care-giving and favorable 
outcome. Working cloaely vith the Office of Special Education and 
Rehabilitation Servicea/Special Education Program, the early intervention 
progrem for children, birth to three yeara of age, ia of inportance in the 
planning, development, implementation and eatabl iahment of appropriate health 
and education aervicea for children vith, or «t riak of, diaabling conditions 
and chronic illneaaea. Informal and formal netvorke and collaborative 
effort a among Federal, State and local governmental private and voluntary 
organisational private practitioner* and parent* aerve aa effective 
mechaniams for reaching goala in thia area of concern. SPRANS projecta in 
thia category include: 

Project ACCESS, in Haaaachuaetta, haa worked vith the aix Nev England 
Statea to examine acceaa to follow up and Early Intervention aervicea for 
infanta at riak once they leave neonatal intenaive care. We are sharing 
information and knowledge gleaned from the project with many other Statea, 
including the Statea of Oklahoma and Utah. 

Another exemplary project ia "Project 0-3," a SPRANS grant to the National 
Center for Clinical Infant Programs that providea a mnchaniam for aelected 
STatcs to improve aervicea j.or afriak and diaabled cniluren and their 
families in the firat three years of life. It provides a 
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framework for training; aharing of information and experienc. among stateaj 
development of material and concapta relevant to the current needa of state 
program.; .nd con.ultation .ervicea to addreaa apecific i.auea raiaed ly 
State*. Working initially with 10 aelected Statee: Main*, New Jereey, 
Maryland, North Carolina, Ohio, Texaa, Iowa, Utah, Hawaii, and V.ahington, 
the project ia deigned to have a national impact on improving aervicaa to 
thi. apecial population of children, it. interdi.ciplinary ataff haa become 
a national re.ource end network for information and aeeiatence to hi. 1th 
profeaaionala, parenta and policy makere concerned with the needa of dieebled 
•nd at-risk infanta, toddlera and their familiee. 

Youth in Trenaition 

In recognition of the fact that pediatric needa are different from adult 
needa, the Departmenta of Health and Human Servicea and Education « 
collaborated to convene a conference on, "Youth and Dieebility: The 
Tran.ition Yeara." Thi. project waa developed in reaponae to a preaaing need 
for the proviaion and coordination of health/education/vocational and .ociel 
-ervicea for adoleacenta with chrcnic di.ea.e. or di..bilitie.. The goal w«. 
to identify major b... to aervice .nd to develop *trategiea for 
overcoming them through reeearch/policy/legicletion and programming. The 
proceeding, of thia conference were eummarired in the March, 1985 iaaue of 
the Journal of Adoleacent Health Care, .nd focu.ed on looking at long t4r» 
care problems in moving from child to .dulthood and at an.wering the 
question., "How can we make children o0 re aelf-.uff i c ^/employable, and 
thus .void long-term dependency co.t.? 
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Hemophilie ss £ Uriel Program 



In 1975, Congress established the comprehensive hemophilia diegnosis and 
treatment center program, providing direct federal funding to support tha 
development of 22 comprehensive hemophilia centers and 60 affiliates. With 
support from the Division of Matarnsl and Child Health, tha network of 
centers has expanded and it now provides a strong regional structure. Mow 
SPRANS grant supported, the impact of these programs has been dramatic. 
Over °500 hemophilis patients (neerly 50X of the totel heaophilit population) 
are nov served by these centers, providing multidisciplinary services 
including psychosocial, financial snd vocational counseling, in addition to 
medical, dental and orthopedic care. 

We believe that this Federal investment in comprehensive care programs that 
promote home infusion has paid off by reducing disability, unemployment and 
the cost of medicsl care for hemophilic patients. 



Family Enhancement Projects 



Families ere the most importent support system for children who are 
chronically ill or handicapped. Since most heelth cere is provided by the 
family, families need to be encoureged to participate in ell phases of their 
child's cere end to serve es e resource to the health care tesm. Each SPRAJIS 
project supported by Division of Maternal end Child Health acknowledges the 
importance of a psrent professional partnership in the hebilitetion of 
infants and children with chronic illnesses end is esked to tske identifieble 
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steps to enhance the participation of parent.. A workshop on, "Families Am « 
Criticsl Psctor in Prevention," conducted by the University of Pittsburgh, 
set s course of action for improving family involvement and improving 
psychosocisl services in Title V progress. As s part of the followup, , new 
policy statement on fsnily participstion is baing prepared by DHCH snd will 
be disseainsted widely. This ststeoent will emphaaixe the following 
principles snd spprosches: 

knowledge, development and use of family strengths 
consideration of fsnily needs balsnced with pstient Pi?dt 
. unbiased md complete information ahsring about resources, prognosis, and 
pros snd cons of treatment choices 

connecting snd helping to maintain the connection of parent to parent 
networks. 

Therefore, services should be organized so that they: 

a) recognite the unique strengths of individual families; 

b) incorporate child snd family developmental services within the heslth 
care system; 

c) facilitate the family's involvement in planning, implementing, and 
evaluating thoae services; and 

d) remove obstacles in the current delivery system. 

The DHCH ia carrying out this family initiative through the following 
projects and activities: 

Maryland Division of Crippled Children's Services - development of a model 
parent counseling and education project in preventive health aervicea and 
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csrly intervention for children et risk for developmental delay due to 
medical or piychoiocial rsctora* fc 

Focui Inc., Joneiboro, Arkansas - a model project in a rural area 
demonstrating competency-based parenting skills for handicapped and apecial 
needs mothers voting with handicapped children. 

Colorado Department of Beslth - to increase the accurate identification of 
and intervention with those families with handicapped children most in need 
of psychosocial intervention* 

University of California, San Francisco - development of a regional network 
of services for families with chronically ill children, including parent 
support groups, s family assessment team and education workshops for children 
and families* 

Other activities to promote the family initiative include: 



interagency collaboration with OSERS natio.ial network of psrent 
information centers 

sn interdisciplinary, interagency advisory panel, including parent 
representstives, on fsmily participation and psychosocial issues in 
the Division of Maternal and Child Health 

psi-ent and psychosocial initiatives in the hemophilia program with a 
epecial focus on AIDS, snd 

psrent and family activities with the juvenile arthritis groups. 
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Future of Sarricaa to Childran with Spacial Baada 

In addition to the projects mentioned in this testimony it the central issue 
of the future directions of services to be provided through State Crippled 
Children's Services. The National Maternal and Child Health Resource Center 
of the University of Iowa is conducting a project which ia examining the 
history of governmental ly supported programs for childran vith specialised 
heslth csre needs and is analysing the following issues: 

the eervices needed and the best methods to provide them; 

the berriers to obteining these services; 

the orgsnixation of governmental ly supported programs providing 
services at the State and local level with consideration of the 
feasibility of creating community-based networks of integrated 
services; 

. the financing of these services. 

This project and its multi-faceted report will deal with the major problems 
of the State Crippled Children's Programs— the lack of coordination between 
Stste Crippled Children's Frcgrsms, as *ell as the fragmentation of services 
for handicapped and chronically ill children; the problems of casefini.ng and 
serving remote areas; inadequate reporting systems; and the funding of healtu 
related services in the face of increasing medical care costs. A national 
report will be published to enunciate goals and objectives and to furnish 
guidance to State Crippled Children's Program administrators, to State and 
local public policy makers, and to other organisations, groups, and 
individusls responsible for or interested it the delivery of services to 
these children. 
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This repot t will syntr >site the knowledge tod information we ers gsinint, from 
many of the sforementioned SPRAKS efforts in the hope of providinf answers to 
the complexities of organising tod providing services to children snd to 
their families in their own hones snd communities. 

In our discussion todsy, we hsve focused upon e number of sctivitles which 
illustrete our sctivities snd concerns with respect to chronically ill snd 
hsndicapped children. Other current projects include * reseerch project 
which seeks to discover improved methods for insuring heslthy growth end 
development in low-birth weight infsnts; e group of interdisciplinary 
trsining projects which prepsre heslth professionsls to dssl with very 
complex child developmental problems; es wsll ss projects supportive of 
regionalized systems of perinstsl cere, sdolescent heslth, nutritlonel 
services, snd msny other progrsos. 

Rather thsn summarising the sccomplishments of SPRANS projects, or reststing 
our philosophy snd goals, X woulc iike, brio fly, to describe for you the 
history of Jonathsn. Jonsthsn's s'ory is one of success - end of the very 
hard road one sometimes has to trsvel to achieve it. X think slso thst it 
illustrates in s very resl way, the complexities, the difficulties— snd the 
opportunities thst we encounter when we desl with the reslly tough problems 
of chronic illness snd severe hsndicaps in infsnts end small children. 

Jonathan: A Success Story 



coaprehensive services nerves to illustrets both the complexity snd the 
efficacy of using such an spprosch to provide needed csre for chronicslly ill 
and dissbled youngsters. 




A esse study of 4 family-oriented, comounity-bssed epproech to delivering 
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Jonathan vat born at a gestational ige of 28 wesks (3 months before term). 
After five soothe in the Neonatal Xntenaive, Cara Unit at tha tniveraity of 
Vaahington in Seattle, he vaa diacharged horn* to Jaffaraon County Vaahington, 
Aa part of a SPRAHS grant on Early Intervention to tha Vaahington state 
Health Department, Jonathan and hia family ware provided the davalopaientally 
focuaed aervicea of a clinical nurae specialist fro* the Jafftraon County 
Heal Department. A member of a team composed of naonatologiata, 
neurologiata, ophthelmologiate, nutritioniata , pediatriciana, nuraea, aocial 
workere, phyaical therapiata, and other health 

profeaaionala reaponaible for cveraeeing Jonathan' a welfare. Although 
Jonathan had gained enough weight (diacharge weight of 5 lba. 1 o*.) and hia 
clinical atatua vaa im roving, hia liat of health problema waa long: 
prematurity, retinopathy of prematurity, interatrial reapiratory die tree a 
ayndrome, potential aeirurea, patent ductua arterioaua, necrotizing 
entercolitia, and an ileoatomy. Hia parent a came to Seattle vherc the 
Neonatal Intenaive Care Dnit vaa located and lived there while Jonathan waa 
hoapiteliied. They were both young and the father made a meager living by 
seasonal fiahing. 



After diacharge, the family waa aeen frequently by the nurae. The early 
contacts were focused on Jonathen'e aurvivel. he waa fed through a tube. 
h*a nighta and deye were the aame, the parenta hid to feed hi* every three 
houra .round the clock. Due :o hia fragile at-ite, he contracted pneumonia 
and was rehoapitalired at toe pediatric noapital in a diatant city. t>V \ie 
time, the nurse was in contact *ith all service* used (pediatric care, 
ophthalmology, neurology, gastroentc sio^y, L..trition and CCS). 
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Three months after initial discharge, vhto Jonathsn vss 8 months old, the 
nurse and physical therapist instituted • home-bssed intervention program. 
They taugfct the psrents ho», to position Jonathan and to do paaalve raogo of 
motion, since Jonathan had abnormal muscle tone. Observations made it 
increasingly clear that Jonathan would probably be diagnoaed aa having 
cerebral palay. Thia ia a common aftermath of intercranial hemorrhage in 
premature babiea. 

After aeveral more bouta of ear infections, treatment vith antibiotica and 
ear tubes finally aav Jonathan into a vellneao period. Jonathan vaa veil 
enough by 9 months after coming home to get the immunise tiona that usually 
stsrt at tvo months. 

The developoentsl intervention continued on a weekly basis through the first 
yesr. During this tioe Jonathan wss growing, and making developmental 
progress. The psrents wer& finally able to resume a more normal life. The 
fsthcr returned to work, howe/er, his fishing job kept him away for weeks at 
s tioe. His absence shifted the whole burden to Jonathsn's mother. Finally, 
the nurse was able to secure vouchers from the State vhich would pay for 
respite csre. Thia care for aeveral hours or even a day at a time was 
extremely import snt for the mother's physical and mental well being. At one 
point, when the respite csre was not available, due to a licensing problem 
with the respite care home, the mother ssid, "Tell them 1*11 cornait suicide 
if 1 don't have some relief." 
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Careful wonitoriijc of growth continued, particulerly weight tod h.«<i •*««, 
Finally, at about one year, tha ophthalmologic gave tha family good new*. 
The retinopathy of prematurity had re.olred. Jonathan atill had extremely 
weak eye tmiaclea, that the ophthelmologiet wee hopeful vould normalised by 
four yeara of age. 

•Ae parenta were feat loaing tolerance for the rate of Joncthen'e progrewe at 
the end of the firet year. Am thuy aav other children walk end telk, they 
needed extre tupport to expre«e end deel witL their disappointment end 
enger. During thie period they cancelled vieite. Pereietent efforte by the 
nuree end pftyeicel there pie t finelly helped the parente continue their 
important role aa the deily ceregivere end dev .opoeutel interventioniete. 

Through the Stetn of Waehington, it wee pieeible to enroll Jonathen in « 
center-beeed Early Intervention progrw, .everel deya e week. Th« parents 
drove e total of 120 ailee each time to teke Jonethen to the fecility. 
Finelly e oley group at the locel Junior College eccepted Jonethen. Hare 
Jonathen end hie fsaily were able to continue with developraentel guidence; 
however, the new program .gain prompted the parent, to deel with their enger 
end fru«tr.tion with Jonathan'a problem. The normality of other children 
wet difficult to accept. Agein, the nuree lictened end couneelled the 
parent* • 

Jonathan then developed eepticeaa, during hie second year of life, froo an 
upper retpiratory infection .nd h.d to be eirlifted to e larger medical 
center. He had .eiruree et thie tine end wee followed again by the 
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neurologist and put on medication. Tha parent* were &aar deapair. They 
aought the advice of a naturopath. He convinced them to take Jonathan off 
phencb«rbitel and to five oral calcium. After auuh conaultation with a 
nutritionist at the State University** SPRANS *uppovt»< Child Development and 
Mental Retardation Center, and with the attending neurologieti the nurse was 
able to bring the parenta enough information to help them accept the 
preecnoed treatment and not abandon it for the naturopathic treatment. 
The conaiatent work of Jonathan'a parenta and the exteneive and eophieticated 
care from many, many health profeeeionale now ia paying off. At iour yeara 
of age hia developmental progreee continue*. Be ia in a normal 3-5 year 
pre-echool group. The latcat prediction ia that while he will continue to 
have a aignificant motor problem, he ia expected to eventually walk and 
attend a regular school program. Jonathan's parenta have become atrong 
sdvocatea for him* 

Jonathan'a ia a aucceaa etory written by hit parenta and the many health care 
professionals on the team. It demonetratee once again aa Preaident Reegsn 
ssid, "...What a fret and enlightened aociety can do to protect and improve 
the health status of our Nation'e most vital acaet, cur children. 1 * 
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The Chairman. Thank you very much. Dr. McPherson, thank 
you very much lor being here. I was going to recognize you before. 
You do a great deal of good, very effective work in the area of 
SPRANS grants. We appreciate that 

Le* me just ask one or two questions. Based on your experience 
so far with TRANS grants, what specific new Federal health legis- 
lation would you recommend or would be most likely io be helpful 
in helping these children? 

Dr. Hutchins. I think the financing needs are very important, 
and I thought it was interesting this morning when you asked the 
parents what their most pressing need was, that it was financial 
assistance which was identified. 

There is an implication in that answer that the services are out 
there to purchase. We have some concern ttat, while they may bo 
there, they are not always readily accessible or are not coordinated 
in a very effective way. As a result I think, in addition to the fi- 
nancing of the services, the need to have the services put together 
at the community level to support the families it aie second most 
pressing need within this field. 

The Chairman. OK, thank you. Critics of expanded home health 
care services cite concerns that we will create an opportunity for 
more abuses in federally funded entitlement programs. 

From your research, can you recommend how fraud and abuse 
can be limited or how excessive costs can be limited? 

Dr. Hutchins. I think what we have learned over the last few 
years is that the involvement of parents in program planning and 
evaluation and administration is one of the main efforts that is 
going to keep all of us honest in many ways— ways even, that are 
beyond the use of funds. 

The Chairman. Well, thank you. 

Senator Nickles. 

Senator Nickles. I do not have any questions, Mr. Chairman. 

The Chairman. Well, thank you so much, Senator Hutchins— I 
called you a Senator. We are demoting you. [Laughter.] 

Dr. Hutchins and Dr. Mcpherson, thank you so much. We appre- 
ciate you being here today and appreciate this testimony. 

Dr. Hutchins. Thank you, Senator. 

The Chairman. Thank you for being with us. 

We will now turn lo our last panel and I want to thank Ms. Julie 
Beckett and her daughter, Katie, for being willing to wait this long. 
Oar third panel will begin with Ms. Julie Beckett, who will share 
with us her experiences in obtaining a Medicaid waiver for home 
health services for her daughter. Katie. 

We are also going to hear from Ms. Debbie Berry, a nurse in 
Oklahoma. Ms. Berry is accompanied by Ms. Ruby Gaines, whose 
son, Marvin, is currently respirator-dependent and receiving home 
care services. 

I wpnt to thank you for coming from Oklahoma to be with us 
today. We understand that Senator Nickles has been tremendously 
helpful and supportive to you in obtaining the attention that 
Marvin Gaines has needed, and we are very proud of him and 
proud of the work that he does on this committee. 

Is Ms. Beckett here? She is coming in, I see. 
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Senator Nickles. Mr. Chairman, I might add while we are wait- 
ing for the Becketts that Debbie Berry had contacted our office 
concerning the plight that Marvin Gaines found himself in. He is a 
quadraplegic from a bicycle accident. The young man is now 15 
years old. I have a 15-year-old as well, so I am more than sympa- 
thetic with your plight. . 

I am impressed with Ruby Gaines, Marvin's mother, who is with 
us as well, and very impressed with Debbie Berry's efforts to help 
some of the youngsters and people who find themselves institution- 
alised return to the family environment. 

I am pleased to hear Dr. Davis say that HCFA is working to help 
make exceptions, and I want to make sure that those exceptions 
are being granted, I guess, in our State and other States to where 
we can help these children return to a home environment. 

And to the Becketts, I want to thank them because they were 
leaders nationally in helping to get some of these exceptions made. 
So I compliment them because through their efforts and their 
story, they have helped a lot of youngsters throughout the country. 

The Chairman. Well, thank you, Senator. I appreciate you help- 
ing me with this hearing because I could be yanked out of here any 
minute because I have been trying to alternate between two hear- 
ings, both of which are extremely important to the country, to me, 
and I think to you. 

Ms. Beckett, it is great to see you again. I will never forget your 
testimony out in Salt Lake City; it meant so much to me then. And 
it is great to see Katie here with us, too. So we will begin with you. 

If you could pull that one microphone over so we can hear you, 
we will take your testimony first. 

Thank you again, Senator, for helping me with this hearing. If 
you could finish up, I would appreciate it. 

STATEMENT OF JULIE BECKETT, CEDAR RAPIDS, IA; AND DEBBIE 
BErtRY, OKLAHOMA CITY, OK, ACCOMPANIED BY RUBY 
GAINES, OKALHOMA CITY, OK 

Ms. Beckett. Well, thank you, Senator Hatch. I also appreciate 
being able to address this committee again. The last time that I 
was asked to speak to this particular committee, Senator Hatch 
wrote a wonderful poem about Katie and about Mark and about 
our kind of children. And I would like to thank the Senator, also, 
and let him know that it is framed and sitting at home on the wall. 

The Chairman. That may be the only poem of mine that has 
ever been framed. Thank you so much. 

Ms. Beckett. Thank you, Senator. I will begin by reading my tes- 
timony. 

Members of this committee, we appear before you today as a 
family— a typical, all-American, middle-class family. You may say 
not so typical, but on the outuide, on the surface, that is how we 
look; mother and father, fairly intelligent, college educated, broad 
range of interests, in fa..ly good physi^l shape; daughter, 7 years 
old, second-grader, Brownie, pretty, intelligent, inquisitive and 
rambunctious. 

The Chairman. Mr. Beckett, do you agree with all those? 
Mr. Beckett. Yes. 
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Thf Chairman. I am sorry I did not recognize you. I get so domi- 
nated by Katie that I fail to recognize you every time we have a 
hearing, and I apologize. 

Mr. Beckett. I am used to it. 

The Chairman. You are used to that. Go ahend. 

Ms. Beckett. Something is different. She has a funny necklace 
on and she carries a bag. I think it is a gym bag, not a purse. Those 
who look more closely can see the love and the caring shared by 
this family, but few people can see the sadness, for nowadays there 
is little sadness. 

They surround themselves with happy things— time shared, as 
most families do, with picnics, travels to grandparents' houses, les- 
sons to be learned, television shows to be watched, prayers to be 
said, and vacations to go on. 

B ^ a *\y° u g ettin g the real picture? Why is she wearing that 
necklace? Let me give you some reasons. She cannot breathe while 
she sleeps without a mechanical device to help her. She needs 
three treatments a day which mom and dad perform to keep her 
lungs clear. A machine follows her wherever she goes and a person 
who knows how to operate it. 

Finally, that little gym bag is filled with catheters, gloves, sy- 
ringes, food, medication and, most importantly, a gastrostomy tube, 
a trach, and an ambu bag. 

You see, she is what the experts, the professionals, call a medi- 
cally fragile or a medically vulnerable child— words that every 
time I say them seem more and more unusual. Oh well, then she is 
n0 m y a our £yP lcal middle-class American child? Do not count on it. 

Today, because of all the new things introduced in our lives in 
the last SO to 40 years, along with the successes come some of the 
failures. Along with the good comes some of the bad— more severe 
illnesses, more complex illnesses, and new and wonderf A ways to 
treat them. 

Our society is changing; our society has changed. It is coming of 
age and we have to prepare for it. You are the people to help that 
change. 

? We are still the typical middle-class American family, but we 
nave been given a reprieve. We went through the sadness, the 
heartache, the illness, and we are fighters. We met the dragon, we 
looked him m the eyes, and we have defeated him, maybe. My 
father always says give yourself an out. 

Thte whole trip was almost canceled because that evil thing 
called infection came to call on us a week ago. But as I said before, 
we are fighters; clarified, Katie is a fighter and she has two good 
people m her corner who gear up every time something looks 
funny. 

It takes a simple call to the doctor's office and the force is with 
us, never discounting the Hail Marys and the Our Fathers that fly 
off m between. J 

,.*! ut let .^ g et back to what makes us different. We are not so 
different. We want our child to grow up in the most normal fashion 
possible, in her home, in her bedroom, in her classroom, in her 
Brownie day camp— all things provided because people named 
Ronald Reagan, George Bush, Richard Schweiker, but most as- 
suredly Tom Tauke, Jane Hart and Hazel Wharff, one of our dear- 



ERiC *52 



148 

est friends, and a man that few people will remember as being in- 
strumental in our getting home, Daniel Schorr. Interesting? 

I will neyer forget when he stood up at the end of that news con- 
ference and clarified what the President had said before about 
hide-bound regulations, because I knew that would seal our pack- 
age home. And I will never forget meeting one of the six men who 
worked for 72 hours to find that little section in the Omnibus Rec- 
onciliation Act of 1981 which would apply to our case— our friend, 
Fred Abby. 

I can never express how grateful we are to each and every one, 
and to the hundreds of others who have the same opportunity be- 
cause the door was open and caring people like Surgeon General 
Koop, Margaret Heckler, Dr. Carolyne Davis, Dr. Merle McPher- 
son, Dr. Vince Hutchins, Camille Cook, Bob Wren Bob Wardwell, 
Dan Converse, Fred Abby, Michael Batten, and b undred of others 
were waiting to help, not to hinder. 

These people, especially the last four, have done more to help the 
model waiver and the home and community-based waiver succeed, 
and certainly they have been successful. But there is still a long 
road to hoe. _ 

I cannot speak toda> without mentioning the people who have 
tried so hard, but they are too many in number Some of them, 
however, are here and should be recognized; Tammy West and 
Patti Bearpaw, who, as mothers, fought for the waiver in New 
Mexico; Marguente Nikol, who unfortunately could not be with us 
today because of her very sick child, who almost solely convinced 
the State of New York, the Governor, the State Medicaid director, 
the whole social services system, that children in New York can 
live outside a hospital if they had a waiver. 

Helen Clark, a mother who would not relinquish her hold on the 
Texas Medicaid Department until they finally gave in and applied 
for the waiver. 

Bette Wingel, who lived desperately for years until they were fi- 
nally able to secure an individual waiver for their late daughter, 
Judy. 

And Karen Shannon, my ally and my friend, who helps more 
people by support and by utilizing the resources she has, who has 
helped to develop the Maryland waiver and the entire SPRANS 
grant project in Maryland. Unfortunately, they did not let her run 
it or we would have more kids home. She is the founder and direc- 
tor of SKIP. _ , 3 

These people are recognized as SKIP— Sick Kids (Need) Involved 
People. They are here to support the thousands of children still in 
desperate need of our support. 

Has the waiver been effective? As I speak around the country, a 
resounding yes comes to the fore, but is it enough? What do fami- 
lies need? What do these taxpayers need? There are more families 
than you can count who have insurance— insurance that will run 
out soon. . 

Have you ever been in a situation where someone who is ill eats 
up hundreds of thousands of dollars every year? Hopefully not. 
Well, we have, and we prepared for it. We carried good insurance- 
million dollar policies that ran out in a very short period of time. 
Then what is the answer? 
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The answer lies in a cooperative effort. Public and private 
funders, State insurance commissioners, major self-insurance com- 
panies must come together to meet and solve the problems plagu- 
ing a great number of families in our situation. 

The Medicaid system cannot encompass all these children, and 
they should not have to. We work hard to pay taxes, but we also 
continue our health insurance and we deserve *n even break just 
like everybody else. 

We must, as a society, produce a new alternative to health cover- 
age for the technology-dependent child and his or her family. We 
are not unique anymore. Our numbers are growing in leaps and 
bounds. 

As parents, we want to share the responsibility for our children 
and their lives. It is frightening as a parent to have a child with a 
wonderful potential for a successful life facing no health insurance 
coverage whatsoever. You would not live without it. Why should 
they have to? 

Why build a society dependent on welfare? Do we not already see 
the ramifications for that? These parents and the professionals who 
care and develop programs for them want to voice their needs, and 
we can as a society do more to move ahead. Understanding has 
begun amongst our peers, amongst the health care professionals, 
even amongst the funders and, believe me, not without a lot of 
sweat and tears. 

I went on my own and with others to educate many persons from 
the Health Insurance Association of America, Blue Cross-Blue 
Shield, American Hospital Association, many Members of Con- 
gress, many members of HCFA, both State and Federal agencies, 
and many members of HERSA, just to name a few. 

We have agreed we cau help, we can work together, but we need 
the opportunity to come up with a solution. The Federal Govern- 
ment s responsibility should be to provide a forum for this and in- 
centives to achieve this. 

Until this meeting, this consensus, this forum takes place, we 
must support what we have. The waiver program can and should 
continue. The successes of Dr. Davis, Fred Abby, Dan Converse, 
Bob Wren and Michael Batten must be saluted. They have done ev- 
erything to convince the States that the waiver programs will help 
these children. The States who have complied and those who are 
complying should be saluted, and those States who have not should 
be convinced to help. 

It should not be more ca ly. Hew can it possibly be when chil- 
dren are at home and being cared for by their parents, even if 
those parents have help in the home? Room and board alone save 
many dollars. 

Help us. We will continue to educate, but you must help us. 
These are not the only problems which face our new generation. 
Quality assurance guarantees, professional training are among 
others, but those are being dealt with, again, through education— 
our educating them. But without the financing, we cannot do any 
more. We must settle this problem which can be resolved. 

Help us. We will do it; we must. They are our children, the hope 
for the future. The future lies in their hands. Let us prepare them 
for it 
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I would like to conclude my testimony this morning. I have pre- 
pared a few recommendations for the committee. One, I believe the 
Individual waivers need to be reinstated to handle cases which 
need immediate attention. Some of these families do not have long 
periods of time before their little ones are reinstitutionahzed after 
private insurance has run out. ,.,...•» , c 

I believe a person should be designated within the Department oi 
Health and Human Services to handle these particular cases. 

Two Ialso feel the role of Congress and the Federal Government 
in general is to provide an incentive to the States to apply for 
model and home and community-based waivers. I feel that seat belt 
regulation laws have worked very well with such incentives, and I 
feel that such L^ntives to save family hves are just as important. 

And last, and probably most important— I cannot strew thM 
enough— I feel a task force, a commission, must be established, 
bringing public and private hinders together in a cooperative effort 
to come up with new alternatives to funding health care for this 
medically fragile, technology-dependent society. 

From this, I feel an information base can be reached to provide 
reduced health care costs for chronically ill persons across the 
board. This collaboration between the public and private sectors is 
the only way we can face the problem of financing care for this 
new generation. 

The a CHAntB^. Well, thank you, Ms. Beckett. You were, as you 
were last time, very eloquent, and we appreciate the recommenda- 
tions you have made to the committee. 

Ms. Beckett. Thank you. . 

The Chairman. Ms. Berry, we will turn to you now, and we are 
happy to have you here as well, Ms. Gaines. , 

Ms. Berry. I would like to begin by saying I appreciate the op- 
portu. ! *y to be here. I appreciate Senate Nickles office and all 
the work that he has done to help Marvin and other kids m the 
State of Oklahoma, and also in allowing us to be here today to 

8 Ta^ W a?eSred nurse at a hospital in Oklahoma. I deal specifi- 
cally with ventilator-dependent children. I think because of the 
recent advances in our medical technology that we will continue to 
see children such as these living longer than we have m the past. 

We have children that are born prematurely that are living 
today because of equipment, drugs and knowledge, who would have 
not been here too many years ago. We have high spinal cord injury 
patients, trauma patients, that would not be alive today without 
the use of some sort of mechanical ventilation or other sorts ot 

m n^fnkwe S will continue to see advances and as the advances con- 
tinue, we will also see an increase in the number of these technolo- 
gy-dependent patients. However, our support resources have not 
kept pace with our advances in medical technology. 

I was once talking to a man who works with handicapped chil- 
dren and he said we are saving children, but we are saving them 
for what? And he is right. There is more to life than just being 
alive We have to ensure that these children s needs-their emo- 
tional, their psychological and their social needs— are attached to. 
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At this point, we still have too many chronically ill or disabled 
children confined to extremely expensive institutions. We are will- 
ing to spend a quarter of a million dollars a year per child to keep 
them in an institution, but yet we have no mechanism for them to 
be cared for at home— at a fraction of the cost. 
J$&* emotional and psychological needs can only be met for the 
child by the family in the home setting, but here, too, these fami- 
lies need support. This is too much for one family to have to do 
alone. 

In a hospital, a child is cared for by three shifts of nurses, with 
support of respiratory therapists, occupational therapists, and 
physical therapists. In the home setting, as it is now in many cases 
the family is the sole provider of care. 

This is a physically exhausting and demanding job. It is a 24- 
hour-a-dav job and it is never done. And it is not to say that these 
families do not expect to make sacrifices. All families have sacrific- 
es in their lives, but we are talking about care for a child that is 
ongoing, and a lot of times it is demeaning and it is drudgery and 
it is hard work. 

We are not talking about running behind your child and getting 
physically exhausted as you watch him master riding his bike 
down the street. We are talking about the basic care that is re- 
quired just for these children to be alive. It's not to say that these 
families do not find joy and pleasure in their child and in their 
child s achievements, because they do. Along with the hard work 
comes rewards— for both the families and the children. 

I am here today with Ruby Gaines. Ruby's son, Marvin, as Sena- 
tor Nickles said, is a 15-year-old who, last April, was popping whee- 
hea i on his bicycle, like most 15-year-olds have done at some time. 
Unfortunately for Marvin, he fell and hit and suffered a high 
spinal cord injury. The injury was so high that not only does he not 
have any movement or sensation below his neck, but he is also 
unable to breathe on his own. 

• ? e fa j 0nfined to 811 electric wheelchair, which allows him some 
independence, and he is also confined to a mechanical ventilator 
which he requires 24 hours a day. Currently, Marvin is at home 
He is cared for mainly by his family, with 2 days a week for 2 to 3 
hours of outside nursing assistance. Even with this assistance it is 
toomuch for a family to do and remain intact. 

These families like the Gaines need some form of respite care, 
which is usually not available— either because we do not have the 
nursing support or we have no formalized respite program. 

The hospital cost for Marvin for his 8 months was $194,000, 
which is not at all uncommon for patients with these needs that 
spend that length of time in the hospital. His home costs are ap- 
proximately $200 a month for supplies; nursing care, if he were to 
have the amount of nursing care required to help this family, 
would be approximately $800 a month. 

For this fraction of what we are paying in hospital expenses, 
many of these children like Marvin could be well cared for at 
home. The families could have the suppoit that they need and the 
children could continue to grow and develop as they should 

Marvin has been a unique adolescent. He returned to school in a 
wheelchair, which would be difficult to do for any adolescent He 
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has gone to a new school because that was the only school that was 
as accessible as needed for him. 

The family has done without thmgs. The other family members 
have done without time that they deserve so that the family could 
care for Marvin. m . _ _ A . x A1 

We need to have some sort of organized funding so that these 
children can be cared for at home. Like someone mentioned earlier, 
these fragile children are oftentimes falling through the cracks, 
and thatis the case more often than not, I am afraid. 

We have programs that are being developed or that already 
exist, but often their existence is not known or because of their 
maze of personnel and paperwork are too difficult to access for 
many. At present there exists no coordinated program to provide 
care for these chronically ill children. In Marvin s case, we at- 
tempted to call different organizations for assistance and each time 
you called you could get a different answer. We did go to individ- 
uals for contributions for supplies and equipment we needed. Also, 
the VNA, which is assisting the Gaines, is donating some of their 

time as well. T * • . « 

This family and a group of individuals that I work with perse- 
vered to try to get through the maze and to find the resources that 
were available and get them available for Marvin. But not every 
family is capable of this or is even willing to try . 

Some families find that it is easier to just leave their child in the 
hospital where it will be paid for. So, the way the system., as com- 
plex as it is, and in some cases inadequate— the way the system 
exists today, we, in essence, penalize these families who want to 
remain intact and care for their children at home and to remain 
functional, healthy families. 

Thank you for the opportunity to be here today. 

The Chairman. Well, thank you. 

Senator Nickles 

Senator Nickles. Just kind of a quick question. Has the State of 
Oklahoma qualified— are you receiving some Medicaid reimburse- 
ments today for Marvin? . 

Ms. Berry. For his equipment and supplies; the crippled chil- 
dren's program in the State of Oklahoma has covered most of 
those. But even so, as it is right now, for a family of five making 
$1,100 a month, their spend down is $470 that they must pay out of 
pocket for medical expenses. And it is impossible for a family of 
five to live on not much more than $600 a month. m 

Senator Nickles. You mentioned a fund where they were being 
reimbursed. Was that under Medicaid? 

M[s Berry Yes. 

Senator Nickles. Kow much is that reimbursement per month? 
Do you know? 

Ms. Berry. It is covering their supplies. 

Senator Nickles. In dollar terms. 

Ms. Berry. Probably not more than $200 a month. 

Senator Nickles. Not more than $200 a month, is that right, 
Ruby? 

Ms. Gaines. Yes. ^ r ^ . , 

Senator Nickles. Now, the cost— and I saw Marvin in the hospi- 
tal— you mentioned was $194,000 for, what, about 8 months? 
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Ms. Bkrry. Yes. 

Senator Nicklbs. So you are running over $20,000 a month, 
almost $800 a day, I guess, that would be the expense. That is just 
a guess; $800 a day; is that close? 

Ms. Bkrry. Yes. 

Senator Nicklbs. And the family, I know, wanted him to return 
homeland so you went to a great deal of expense and effort and 
everything to get the home fixed. 

Mr. Chairman, so you will know, Marvin is a quadraplegic; he 
has no movement below his neck. Is that correct? 

Ms. Berry. That is correct. 

Senator Nickles. And when he was in the State institution, basi- 
cally, I am going to say the Government, either a combination of 
the State or Federal taxpayers, was picking up the expense. So 
they moved him from an institution that was costing in excess of 
$800 a day into a home environment so he could be with his family 
and his friends and go to school, and so on, and the reimbursement 
is something like, what, $200 a month? 

Ms. Berry. Correct. 

Senator Nickles. Mr. Chairman, there are some real inequities 
to go from $20,000 per month to less than $200 a month. I mean, I 
think that w something that we need to take a look at, and I will 
try and help you in that regard. 

Ms. Berry, you also mentioned that there is another quadraplegic 
in Oklahoma. Have they received a waiver to date? 

Ms. Berry. No, sir. 

Senator Nick;,es. What is the situation? Is this an individual 
that is in the hospital, a quadraplegic wanting to go home and 
looking at the same financial situation as Marvin and Marvin's 
family did? 

Ms. Berry. Right 

Senator Nickles. Oklahoma has not received the model waiver. 
Would that help if Oklahoma used that program? 

Ms. Berry. I think that there would be more services provided to 
the 50 individuals, but even that, with having to go back and 
renew it every 3 years— we still are lacking in a well organized pro- 
gram that would help those children. 

The Gaines were doing better than some families because they 
did have insurance with her husband's work, but unfortunately 
some insurances have limits and his was $100,000, which spending 
just a few months in the hospital will quickly exhaust. 

Some of these families do not even have any insurance to begin 
with, so there is nothing to buy the home equipment with. And the 
equipment that we are talking about and the supplies— those are 
the basic necessities for getting these kids home. 

We still do not have a program that would cover devices, envi- 
ronmental control systems, that would enable the quadraplegic 
children to be more independent. These are just the basic necessi- 
ties for their day-to-day survival. 

Senator Nickles. I understand that 

1 might, Mr. Chairman, if you do not mind, ask the Becketts— 
you helped lead the fight to see if we could not get some reimburse- 
ments for home health care, I guess, instead of institutionalization. 
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The reimbursements that we are talking about for Marvin 
Gaines seem very low. Have you had better success, possibly, in 
your State o*" Iowa as far as the reimbursements are concerned. 

Ms. Beckett. Well, there are a number of States around the 
Nation that have been able to access various services for these chil- 
dren and get them reimbursed. Some States do provide some type 
of nursing care; some of them provide various therapies that are 
included, all of that reimbursable. % 

I know that at this point there are a number of services that can 
be reimbursed under Medicaid, but it is up to the States to decide 
which ones they wish to reimburse. For instance, I know a bill was 
put on the floor by Congressman Wyden the other day about respi- 
ratory therapy getting covered. 

Well, when I talked to the people in the Government about it, I 
asked, is respiratory therapy actually covered in the States, as well 
as covered under home health c&re services? But, see, if it does say 
respiratory therapy, that does not mean the State has to provide 
respiratory therapy. 

We are talking about, you know, respiratory therapists who are 
qualified to provide that kind of service. 

Senator Nickles. So there is a great deal of 

Ms. Beckett. So there is a great deal of variance across the 
States as to what kinds of services can be reimbursed. Oklahoma is 
going to be different from Iowa. Iowa has a model waiver and has 
attempted to apply for four home- and community-based waivers, 
all of which were denied mainly because they could not show that 
there would be cost effectiveness; there would not be a limitation 
or a reduction of nursing care beds. 

Because it was not just hospitalization children getting out of 
hospitals— not just institutions, but hospitals— then it is difficult to 
show that kind of cost-effective care. With Katie's care and with 
the number of cases that you have seen this morning, all of them 
are mainly coming out of intensive care situations where the inten- 
sive care is extremely expensive. 

That is why one of the recommendations that I put forth is to 
examine what kinds of cost effectiveness can come out of technolo- 
gy-dependent children because of their dramatic increase. 

If we provide services for the technology-dependent child as 
home health care services, those services then are going to be de- 
signed within a State to be accessed by other populations, and 
should be accessed by other populations. But Medicaid cannot be 
forced to pay for everybody who is not already a Medicaid recipi- 
ent. 

Not everybody is going to qualify under Medicaid, and then those 
services are not necessarily covered. You see, it is all very compli- 
cated and you almost have to have a game plan ahead of you for 
that particular State when you go to action to work on something. 
That is what SKIP really does. We work very closely wfth the 
States to find out what they do have provided, and then how can 
we turn that around to make the child accessible to those kirds of 
services. 

Senator Nickles. Well, I appreciate your comment. And, again, 
Mr. Chairman, thank you for your indulgence. 
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Debbie Berry and Mrs. Gaines, I again will repeat it seerni to me 
like we have some work to do as far as the program in Oklahoma. 
And I think, Ms. Gaines, you have the misfortune, I guess, and 
Marvin has the misfortune of a terrible accident, somewhat expos- 
al that there is a real void, I think, in coverage in the State. 

My guess is it is probably not just in the State of Oklahoma; it is 
probably m the majority of States that need to look at thic pro- 
gram and see if we cannot make some greater emphasis, Mr. Chair- 
man, on home health care in lieu of the hospitalization. 

I nope that we will be successful in doing that, whether it be on 
an individual basis or whether it be in a more comprehensive na- 
tional directive. 

The Chairman. Well, thank you, Senator. I appreciate your lead- 
ership on this committee. 

I want to thank all four of you. I think your idea of a commission 
to figure out all of these inconsistencies and all of these very diffi- 
cult problems may be an answer here; I am not sure. 

Ms. Beckett. I would like to just add very briefly that I went and 
saw a number of the people who would participate in a particular 
tonim of this sort, both in the public and private funder sectors. 

1 think they have all been convinced that, yes, something has to 
be done, and they are all willing to at least sit down and talk. That 
is something more than what they were going to do several years 
ago. bo at least we are moving in that direction. 

This is not to point the finger at anybody and say, you know, this 
person is not doing enough or, you know, the private health insur- 
ance people are not doing enough or the public fundere are not 
doing enough. Everybody has to vork together on this. 

These are our children; we a carry the responsibility. Just be- 
cause it happened to me does n . mean it is not going to happen to 
you and we have to be prepared for the future at this point. Medi- 
cal technology has far surpassed what we have done to keep up 
™ tb * financing of this kind of care, and these kids deserve that 

ihe Chairman. Well, I think you summed it up and I think any- 
body who looked at these beautiful children here today can under- 
stand why parents are fighting so hard for their children and why 
they deserve this type of help and why, really, in the final analysis 
it will save so much money, really, and still provide greater love 
and greater warmth and greater c > eling of well-being to these 
young kids who sometimes are cepri of so much, but yet brine 
so much into our lives. 

Ms. Beckett. And the prognosis of these children— one of the 
things that you have to examine, too, is the fact that these children 
do so much better at home. They survive so much better 

The Chairman. Sure. 

Ms. Beckett. Katie was on a ventilator 16 to 18 hours a day 
when we first brought ] .er home 3 years ago. She is hardly on a 
ventilator but 7 hours a day now, at the very most. And she talks, 
she goes to school, she participates in Brownies and day camp and 
everything under the Sun. That is what kids are supposed to do 

i V 8 ; S?®, 18 one of the better ones in thia Population, unfortunate- 
ly, but it does not mean that it cannot happen. And medical tech- 
nology is moving so quickly, we do not know what is left for the 
kids who at this point cannot walk and cannot talk. 

EE£ IGO, 
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The Chairman. 1 suspect 10 years from now, we are going to 
have even greater breakthroughs. 

She has been winking at me throughout the hearing. 

Ms. Beckett. She wanted to say something. Would that be all 
right, Senator? 

The Chairman. Sure. Katie, we would love to hear what you 
have to say. 

Ms. Katie Beckett. I am glad to be home. I like my friends and 
going to school and going to Brownies. 
[Laughter and applause.] 
The Chairman. Well, thank you. 

We do have statements from Senators Grassley and Kerry that 
we will insert into the record. 

[The prepared statements of Senators Grassley and Kerry and 
additional material submitted for the record follow:] 
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STATEMENT OF SENATOR CHARLES E. GRASSLEY AT A HEARING OF 

THE COMMITTEE ON LABOR AND HUMAN RESOURCES HELD - J UKE 18, 1985, 

ON THE SUBJECT OF PEDIATRIC HOME HEALTH CARE. 

THANK YOU, MR. CHAIRMAN. I WILL NOT BE ABLE TO STAY LONG 
THIS MORNING BECAUSE I HAVE THREE OTHER HEARINGS TO ATTEND. 
BUT I DO WANT TO ACKNOWLEDGE AND WELCOME TWO OF MY CONSTITUENTS, 
JULIE AND KATIE BECKET, WHO TOGETHER HAVE DONE A GREAT DEAL 
TO CALL ATTENTION TO THE PROBLEMS FACED BY MEDICALLY 
VULNERABLE CHILDREN WHO NEED PEDIATRIC HOME HEALTH CARE AND 
THEIR FAMILIES. 

THE BECKETS HAD TO GO ALL THE WAY TO THE VICE-PRESIDENT AND * 
PRESIDENT, KITH THE HELP OF THEIR CONGRESSMAN, 10M TAUKE, 
TO GET RESTRICTIVE MEDICAID REGULATIONS RELAXED SO THAT 
KATIE BECKETT COULD BE TAKEN CARE OF BY HER FAMILY AT HOME* 
AND SO THAT THE GOVERNMENT COULD BE SAVED SOMEWHERE IN 
THE NEIGHBORHOOD OF $10,000 PER MONTH IN HOSPITAL CARE. 

AS I UNDERSTAND IT, AS A RESULT OF HER CASE THE DEPARTMENT 
OF HEALTH AND HUMAN SERVICES ESTABLISHED A REVIEW BOARD 
FOR SUCH CASES WHICH CAME TO BE CALLED THE "KATIE BECKET 
REVIEW BOARD." THIS BOARD WAS ACTIVE UNTIL LATE LAST YEAR 
AND WAS ABLE TO HELP A NUMBER OF CHILDREN IN CIRCUMSTANCES 
SIMILAR TO THAT OF KATIE BECKET. 

THE BECKET FAMILY }S TO BE APPLAUDED FOR THEIR DETERMINATION 
IN VERY DIFFICULT CIRCUMSTANCES. 

THANK YOU, MR. CHAIRMAN, I HAVE NOTHING MORE. 
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STATEMENT OF SENATOR JOHN KERRY 
HEARING ON HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN 
COhWlTTEE ON LABOR AND KWAN RESOURCES 
June 18, 1985 



Today, we see tne faces of courage and determination before us. They represent 
the possibility that there can be rational, effective health care systems that coablne 
efficiency with oersonalized family and community care. Those of you who have 
worked so hard to demonstrate this possibility and share It with us have my 
profound respect and gratitude. 

I am pleased that my own state of Massachusetts has recognized the Importance 
of home health care. Massachusetts has obtained waivers to provide home and community 
based services for the elderly which save Medicaid approximately $70 million annually 
while retaining the compassion so essential to a system of medical services* I 
also am pleased that my State Is moving to extend these waivers to children 
who otherwise would not be eligible for home health care under Medicaid. 

We know that home health care can make dramatic differences In terms of 
both therapeutic value and costs. The system of waivers Instituted by 
the Health Care Financing Administration has demonstrated this point, ^ut this 
recognition Is only a beginning. We now must work to eliminate the delays and 
Inequities which flaw existing programs. We must acknowledge the existence of a 
new population of technology-dependent children with a new set of needs. We must 
find a way to transform an archaic system of covering health costs established twenty 
years ago Into a system which effectively and efficiently meets the needs created 
by today's techology. And ultimately, we must look to the establishment of a fair 
and flexible system. 

I welcome this nearlng as an opportunity to learn more about the operation 
of noire health care programs, and I cosmend Senator Hatch, Senator Kennedy, and 
other numbers of this Committee for keeping this Issue before the public. 
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CRATER DISTRICT 



Infant Intervention 'Program 



aoo* wakcpiclo •rnttr 

nn*9Bvna. Virginia jj»oo tiupkoni <»o4> i 



Jun , 1985 



Senator Orrln 6. Hatch 
Chairperson 

Labor and Human Resources Coomlttee 



Dear Senator Hatch I Committee Members: 



»iti% 9 y * J 86 Infant Interv « nt1 o^ Program receive? ending from 
~Uip1e sources (e.g., United way. local tax support, f<y-s, and third 
^^'fr^' and V1r9lnia *P*rtaent of Mental Hea th »J Mental 

» )IIT^ dev ? ,o r n ^] ^*Pl« to handle? ed^ Mgh 
risk Infants (age 0-2 years) who reside In our large. rura' catchment 
area Among the wide variety of children we see. Lny exhIMt Sooental 
til SLTSSfl'h "f? 1 " 1 P rocedur " which le life-t!5SrS?S 
J£ \ ^ 1nh ] bU ,nterJctions w1th the environment which are necessarv 
for stimulation of motor, cognitive, and language development. necessary 

infant^? ^A^^l ^° exh1b1t delayS dje to this biology Include 

CM?"rL » rd1ac defeats. Ininune deficiencies, or cystic fibrosis 

Chll ren who are ventilator-assisted are also In this grbup. For nearly the 

/ I' °Ln PrU9 ^ h "i be€n 1n r° 1Ved " 1th a ch11d ' now ole? io 
llZlt L Z Proaturely. his l .ngs were not developed well enough to 

tesKtll m ? e Spe , nt mt 0f h1s f1rst f1fteen wnths of life In the 
£5? I,, 1s / el " se fr ™ the hospital was made possible only by the 

him Durino ?!L S ?5 M C J*S breath1n 9 »Hr*Us which contlnuVto sustain 
mm. During the course of his struggle for life. tM* cmih a 
confine to the rigorous environ??! standards' * " XTho ^ ' 
l5SltetSnJ!!Sli < ^V?' aUh0U9h we he « noXl 

^^^^^■^.^^^^ 

JfSLfS^ 5' we . be tMs child ' s developmental skills would not hav£ 
hu "iS £ d r ast, " n > " the > "»ve. and theTesultlng £ro?ed qoaluJ of 
his life may have been postponed v ' °* 



ADM,N,.T»AT,ON D„T„ C T I. »„,., .,,»,«. .OA.O I !4 «>UTM AOA M, .T«irr. r,TI«..0«0 V* 
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Of course, "our" child 1s only one of thousands of children across our 
country whose stories sound very similar, but I believe he does exemplify 
the point that health maintenance alone cannot be the sole Intent of home 
health care for children. Without the Input of highly specialized pediatric 
therapists and educators, home-bojnd chlK'-en, although medically stable, 
may unnecessarily become functionally retarJ*d. I am extremely pleased 
that you and your committee are considering home health care reform, and 
hope that broad-based services will be recognized as a necessary core for 
meeting all the needs of health Impaired children. 



Sincerely 




Program Director 
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Medical College oa* Virginia 

Virginia Commonwealth University 

P. O. Box 276, MCV Sutlon 
Richmond, Virginia 23298-0001 
Telephone: (804) 786-9964 



June 13, 1985 



To Whom It Hay Concern: 

This letter la to address the issue of the infant snd child with chronic 
illness who requires prolonged technologicsl support in the bone. As s neo- 
natologist currently involved in the care of high risk infsnts, I aa more snd 
more jware of the increasing need for home csre provisions for children with 
chronic disease. The mejor types of chronic illness which produce these chronic 
needs, in my experience, have been: 1. chronic pulmonary dlaaaac in the form of 
bronchopulmonary dysplssia, 2. short bcx/el syndrome ss s consequence of necro- 
titing enterocolitis, and 3. neurologic impairment based on congenital or scquired 
neuromusculsr disorders. In regsrd to the child with chronic pulmonary disease, 
the infant may require prolonged oxygen aupport for months to yeara prior to 
being able to tolerate room air. Theae children may also requirt, apaclallzed 
care in the forms of « trscheostomy, gaatrostomy or possible ventilstor support. 
In regard to the child with abort bowel ayndrome, theae children require apecial- 
ixed formulae and, on occasion, require constant feedinga by a pump infusion. 
The child with impaired neurologic function, in particular in regard to reapira- 
tory muscular function, may req-.ire chronic ventilation at home aa well aa a 
tracheostomy snd gsstrostomy. 

Once these types of children hsve manifested atabllity, it Is important 
that they be si lowed to proceed f-om the hospital to a more normal environment 
for future care. This Is criticsl for the functioning of the family «nd for 
the normal developmentsl functioning of the child. In orde* to sccompllsh this, 
the Infant must be stable, the family must be able to demonstrate competency 
in the skills necessary to care for their child, and aome financial resource 
oust be identified to provide for the continued csre that is needed for this 
child. The first snd major issue is that of stsbllity. Obviously, if the 
infant is demonstrating significant fluctuations In his medlcsl status, he 
cannot be managed at home. However, the majority of these lnfsnts will reach 
a point where they demonstrate adequate atabillty while still requiring tech- 
nological support. The second issue Is that of the competency of the family. 
In approximately 50 to 75% of the situations In which I have been Involved, 
the family is competent to care for the child. Thia is a fsmily who is Intel- 
lectually capable of understanding the needs of the child snd able to recognize 
the problems that their child has and can communicate by phone with the phy- 
sician in regard to apecial problems. The family must be motivated to learn 
the skills that are required to care for their child and to demonstrate their 
proficiency in these skills prior to dlschsrge. 

However, even acco&pllshlng thia, It is often an overwhelming burden to 
ask the faaily to perform these skills on s 24 hour basis. It Is crucisl thst 
they be provided with some type of support at home in terms of skilled nuralng 
to allow them a respite. 
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If the fsmily it fortunate enough to have sdequats third psrty covsrsge, skilled 
nursing can be provided based on information from the physicL-in, vith BOX coversgc 
in the majority of situations. Occssional policiss will actually cover up to 
1O0Z of specialized csre once the deductible has been met. Other insursnce com- 
panies have been lnnovstive snd have instituted csss maaagtment protocols in ordsr 
to make their contrscts sore flexible to provide home csrs for infsnts who sre 
requiring long term hospitalization. The model for this has been Aetna. In 
contrsst to this, when deaUng with Blue Cross snd Blue Shield of Virginia, there 
la s totsl inflexibility in regsrd to sltsring the contract to help s family go 
home with a chronically ill child. This is irrsspsctive of the savings that 
would be made if the child were discharged from ths hospital. I feel it is cru- 
cial that insursnce companies establish flexibility in regsrd to chronic home 
needs in order that these children may bs discharged home. This not only saves 
then significant amounts of money, but also sllows for the more sppropriste 
development of the <"hJld and superior functioning of the fsmily. 

In contrsst to these esses sre those children who have no third party cov- 
erage snd whose families may bs covered under Kedicsid. There is no provision 
for these children for extended privste duty nursing care. In the csss of 
Medicaid in the Stste of Virginia, the oxygen equipment or pumps would be 
provided, however, s csrdiorsspirstory monitor will not be provided rsgardless 
of the child's respirstory ststus. Additionally, they will not provids ths 
adequate durstion of nuraing skills that are required in ths home to allow the 
child to be discharged from the hospital setting. For this reason, theae children 
must be kept in the hospitsl until they no longsr require the levels of support 
that would necessitate home duty nursing. This has resulted in children staying 
in the hospital until up to two years of age, until such time as they could be 
weaned from their oxygen support or specialized nutritional supports. Thsrs is 
no slternative plscement svsilsble in the State of Virginia sa there sre no 
provisions for children requiring prolonged ventilstory support. The only sl- 
ternative is plscement in a nursing home in another state. This, obviously, 
results in separation of the family snd sdditional stress to the fsmily ss well 
ar to the child. For thia reason, we have elected to keep the children in their 
present hospital setting. 

I feel thst this issue of chronic illness in children needs to be stressed 
on a national level and that efforts need to be mads to encourage flexibility 
both in the Medicaid Program, as well as in the privste sector to sllow these 
children the privilege of being csred for within their own home. In the past 
year, I have Mtiaged twelve infsnts at home on oxygen aupport, as well ss one 
child who has required ventilstor support in the form of continuous positive 
airway pressure. These have all been very successful experiences, from the 
standpoint of the physician, as well as for the child sn<? the fsmiJy. I am s 
strong advocate of homo care for chronicslly ill children snd feel that all ef- 
forts should be made to extend this privilege to children frwa homes without 
adequate third party coverage. 
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I would like to offer «y service* as a resource person or as s contact 
person who night be ablo to assist you In providing information regarding the 
problems in thla are* of chronic home care management. 

Please feel free to contact me If I can be of service. 

Sincerely yours. 



Kathryn W. feerkerlng, M. \).Q 
Aaalatant Profeaaor of Pediatrics 
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TestiMony before the Virginia State Senate on 6/19/85 by Or. John 
j, Mickell on children in need of chronic nechanicel ventilation 

My nane is Dr • John J* Mickell. I an an Associate Professor 
of Pediatrics and Anesthesiology , and the Director of the 
Pediatric Intensive Care Unit at the Medical Collega of Virginia. 
I would like to speak in support of Senate Joint Resolution No* 
99 to establish a joint subconnittee to study the needs of 
Machine-dependent individuals , particularly young adults and 
children. 

I have collected sone data for ny 12-bed intensive care unit 
for the year 1984 which i* relevant to the purpose of this 
Meeting During 1984 this unit cared for 509 infants, childron 
and adolescents. The average length of stay was 6.7 days* 
Multiplying the patient nunber by average length of stay one 
arrives at a total of 3415 patient days of care for 1984. 

Seven patients required prolonged Mechanical support of 
ventilation for chronically disabling Medical conditions. These 
7 patients consumed 863 or 25.3X of the total Pediatric ICU 
patient days. Three of the seven chronically disabled patients 
were Medicaid recipients. These 3 Medicaid recipients consuMed 
305 or 8.9% of the total Pediatric ICU patient days. The cost to 
Medicaid for both rooM and ventilator associated charges was 
♦310,000.00. or roughly #1016.00 per patient day. 

By far the Most coMMon chronic respiratory disorder that May 
result in a need for chronic Mechanical support of ventilation 
occurs in preMature infants. These infants May have survived the 
iMMediate newborn period, but often have an acquired lung injury 
known as br onchopulMonary dysplasia or BPD as a consequence of 
neonatal intensive care. The scarred lungs in BPD are inadequate 
to the work of breathing in somc of these infants. Othors May be 
able to breath well enough on their own but will require 
suppleMental oxygen. However, with good nutrition and optiMal 
respiratory support, all cf these infants should grow new healthy 
lung tissue. Gradually such infants nay outgrow entirely their 
need for Mechanical support of breathing, and latar their need 
for supplemental oxygenation. AMong this group however, somc May 
have scar tissue within their windpipe as a consequence the 
breathing tubes used to connect their lungs to the ventilator ♦ 
Such children often Must reMain in the hospital still longer 
until they grow big enough for corrective surgery on their 
windpipe. Durir.tJ this tiMe they Must continue to have an 
artificial airway called a tracheostoMy tube. 

Infants and children with norMal lung tissue May also be 
ventilator dependent. SoMe are born with or soon acquire 
weakness of the Muscles of breathing, specifically the diaphragM 
and the Muscles of the chest wall. Others are born with an 
iMperfect breathing center within the braii and May breath less 
deeply or not at all during sleep. 

Three situations currently exist which could stand in the 
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way of providing hone care for Machine-dependent or supplenental- 
oxygen-dependent individuals. Those are 1) if the fanily is 
indigent, 2) if a private insurance policy won't cover prolonged 
hone-based Mechanical ventilation or or supplenental oxygen 
delivery, or 3) if the family structure is insufficient to the 
task. In the latter instance hone care would often still be 
possible if st least 16 hours/day of hone nursing care could be 
financed • 

In investigating the cost of hone care for each of these 
Medicaid recipients receiving nechanical support of breathing in 
ny unit it was deternined that hone care could be provided for 
1/2 to 1/3 of the cost of hospital-based care* In one infant 
this would be at a savings of f 13, 000 per nonth, and in another 
infant at a savings of #25,000 per nonth. 

But there are inportant considerations aside fron the 
financial in this natter. First, an intensive care unit is a 
restrictive envircnnent which invariably linits the psychosocial 
developnent of the pediatr ic-aged Patient. Second, the nachine- 
dependent individual occupies a bed which often could better be 
used to care for a patient with an acute life threatening 
i 1 lness . 

In ny 7 years at the Medical College of Virginia, I have 
seen a slow but steady increase in the denand both for prolonged 
nechanical support of ventilation and for prolonged delivery of 
suppienental oxygen for chronically disabling nedical conditions. 



Total ventilator dependent patient days 863/3415 = 25.3% 
Medicaid recipients 305/3115 = 8*9X 

Clayburn Surber #6074394 PICU Adn. 5/13/83 Medicaid 
42 1984 patient days 

Dennis Hatts #6087198 PICU Adn. 2/20/84 8CBS 

315 1984 patient days 

Jeffrey Bradshaw #5650092 PICU Adn. 2/23/84 Aetna 
97 1984 patient days 

Hugh Cline #5646046 PICU Adn. 4/21/84 8ankers Life 

80 1984 patient days 

Janice Turner #5649737 PICU Adn. 6/26/84 Medicaid 
189 1984 patient days 

Taneka Nichols #7011991 PICU Adn. 10/19/84 Medicaid 
74 1984 patient days 

Janes Hedgepeth #5578608 PICU Adn. 10/22/84 Newport News Shipyrd 
66 1984 patient days 
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Dear Senator, 

The following is a story about a very special little boy. His name ic Seth 
Bailey and he ia ray two year old 3on« To look at ijeth now one would have no idea 
what he has been through in his short life, except to notice that he has a 
tracheostooy-a tube in his neck to help him breathe. This ia also where his 
respirator is attached when he sleeps. Seth was lorn as healthy and normal as any 
parent could hope or pray for. At age five months he contracted asceptic meningitis 
and slipped into a deep coma. We were told that he would probably not regain 
consciouanesB, or if he did, that he would be a vegetable. After being i n a coma 
for over £. week, Seth gradually regained consciousness. As time went oo.all of his 
faculties returned except the Very basic drive of breathing. For the next seven 
months Seth remained in intensive care while doctors tried in vain to discover 
whjr he could not breathe on his own. 

After Seth had been hospitalized in Johnson City, Tenn. for six weeks, his 
doctors sent him to Duke University Hospital in Durham, N. C It was their feeling 
that, although they did not know why he could not breathe on his own, that he 
could be cared for at hone. We wore sent back to Johnson City with our son to 
begin an intensive care training course that would eventually allow us to take 
ou- son hox,. Three months later, we were able to accomplish this. At the time 
wc brought Seth home, he was just two weeks 3hort of his first birthday. He was 
on his respirator twentj-four hours a day and could not sit alone or clap his 
hands. 

Three months later heth was crawling, standing and walking with assistance. 
Three aontha after that he welt able to breathe on his own during his waking hours. 
Now he is an active, "terrible two", walking or running wherever he wants to go. 
He has a vocabulary of about fifty words, even though he had to learn to cover his 
trach tube to be able to 3pcaJ:. Je has coneistetitl} tested above his cognitive 
developmental skills. 

Although Seth'a -llness has not been easy foj oar family, we consider ourselves 
very fortunate to have nar" the n.cans to tahc caic of him at hone. l'.y husband's 
private insurance has cuvcrrd the l.ulk of Moth's hospital costs and home cart costs. 
Aftci having iieth in the hospital for 3cven i.unths, with me staying with him 
mo3t of the time and my husoand and n.other caring for our other son, we have been 
able to become a family again* 'lis progress has Ween astounding to all of the 
professional 8 who have seen hm. 

Aside from all of the positive as pec to hoiro care has tad on Seth and our family 
home care is much nore cost off lcicnt. 'Jhilc helh was hospitalized, his hospital 
billo averaged $50,000.00 a ..onth. At the peal ol his respirator usage and oxygon 
usage, tho co3t was S12.000.00 per month. Thi3 includes twenty-four hour a day 
nursinr care. 
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As I have stated, uo are vcr> fortunate to have adequate insurance coverage. 
However, due to the uncertainty of Scth*s prognosis, we have no idea if this 
condition will continue to inprove. Ilia condition could well extend beyond the 
Units of our insurance covWfr„y. I a*a also very concerned for the children I 
have seen in hospitals whore we have taken Scth for treatocnt who cannot be 
taken hose because their parent's insurance cove race has run out and who are 
ineligible under present 4 cdicaid laws for assistance. At present, Medicaid 
Is paying the cost of the hospitalization of these children. It seerw tragic 
to rcc that these childron could be cared for at one third of the cost at home 
and that the governr.ont ii, unwilling to realize this. 



/ 




Mrs. David N. bailey 

107 V. 2nd St. 

Dig Stone Cap, VA 24?19 
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ARTHUR KOHRMAN, M.D. 
ADDITIONAL TESTIMONY 

Pediatric hose care it not a nev idea. During ay childhood in rural Ohio, 
care at home for the aick, and particularly for chronically aick people, waa a 
coMon practice. The hwpital vat a reaource of laat reaort where one want only 
for apecific intervention!. Thoae who died in the hoapitalr either had no family 
or were destitute. Hoae care ia not * newly-invented concapt. A great deal can 
and wu».t be learned from the paat in planning programa for the future. 

It ia important to recognite that part of the renewed intareat in home care 
ia a return from what othera have described aa a "technophilic honeymoon.** Some 
of ua have a belief that technology can and will provide limitleaa aolutiona to 
our problems. Although never atated quite ao boldly, there ia alao the implied 
belief that technology Might aolve the ultimate challenge - death itaelf. The 
idea of foreatalling death, particularly our own, it ao tantalizing that our 
country haa put an unprecedented truat in technology and in ita powera to aolve 
the tlmeleaa probleme of all generationa of human hiatory. 

I eaphaaize thia point bectute if til we do it trtntfer from the hotpittl to 
the hoae that aame uncritical view of technology we have tccoaplithed very little 
in reaeeerting the importance of the human element into care in the home. 
Therefore, ve mutt not imagine, aa toae have, that the homecere movement ia 
aimply a re-creation of a high-technology environment in th« home. We mat 
recognite that the move 'Qward the home ia evidence of our acceptance that 
technology ia our aervant and not our matter, and that the focua of the home care 
movement mutt not be on the technology iteeU, but on the technology aa a aupport 
for options for care which addreat human dignity and potential. 

Aa part of the recognition of the limita of technology there haa alao riaen 
a certain healthy akepticitm. We have come to realize that thoae who live by 
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technology can elao die by it. The ultimate promise of technology it not 
deliverance from the vagaries 0 f life and death, jut mercly aaai nance in the 
journey. All concerned about home care ahould want to participate in helping 
people through that Jvurney. In the caae of the children for whoa many 0 f ua 
care and who have their whole livea ahead 0 f them, we want to make that Journey 
aa optlalatlc *nd developmentelly aucceaaful aa poaalble. For thoae of ua who 
also care for children and adulta at the enda of their Uvea, we want to make the 
Journey to death aa comfortable and aa rational aa possible. 

The current intereat in home care haa developed in the context of several 
changing g 0 cial attltudea that affect health care, among them auapicion 0 f 
hoapltala and medicine. In developed countriea around the world, recent coatly 
technological advances in medical care apparently have had only a marginal effect 
on prolonging average life span and reducing morbidity. Theae observations lead 
to the apeculation that our tangible and emotional investment in the contemporary 
American medical care syst*ns may not be yielding aatiafactory benefita on a 
societal level. 

A dominant influence in the health induatry today ia coat containment, but 
the Intereat in pediatric home care haa not been motivated by cost-effectiveness 
alone. Humanitarian intereata have predominated in the purauit of ne* joals and 
opportunitiea for chronically ill children. Cogt control haa become a powerful 
impetua to the movement and haa increaaed the viaibility of home care programs, 
but the primary rationale for home care haa to pe kept in its appropriate 
perapectlve. 

What la the nature of the "home care" movement? Rome care for the 
chronically ill child consists 0 f a series of interrelated initiatives to help 
t ese children to move into and atay in their homea or in to other beat "leaet 
reatrictive" settings; to maintain the child'a medical and aoclal atability in 
thoae settings; to redefine institutions! boundsrles and missions; and to focua 
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on the interest of the child »nd the family, rather than on the interests of the 
health professionals , the institutions, the third party psyers or the vendors. 

The consequences of the home csre movement, if played out to the full 
extent, will hsve profound effects on hospitsl organizations' size snd finsncisl 
structure. Cherished trsditional snd professions! roles will chsnge ss well. 
The redirection of significant aaounta of money to non-tr«ditional, newly 
emerging parts of the heslth csre economy will sffect existir^g reimbursement 
mechsnisms fron both the public and private aectora. Home care programs for 
chronicslly ill children will hsve significsnt economic consequences, if only 
because children who sre considered to be seriously chronically ill, (approx- 
imately 1.2 percent of the children in the United Statea) currently account for 
25-30 percent of all the in-patient daya in pediatric hospitals in the United 
States. The shift of the csre of chose children from the in-pstient setting to 
the ho->e must hsve profound economic consequences on our institutions snd our 
reimbursement mechsnisms. 

The pediatric home care field ia characterized by much enthusiasm among 
parents, professionalc , payora and vendora. Although initiative and energy have 
been high in the hone care movtment, this zeal has been, in my view, 
sppropriately tempered by the concema of hospitsl sdoinistrstors, stste snd 
federsl officiala, plannera, physicisns, licensing agenciea, and evtn aosw 
pa rent a. Much of the concern has to do with the unknown real impact of home 
care on the lives of ill children and their familiea. Poaaibilitita for abuae 
within the ayatem clearly exiat. I apeak here about poor care aa well aa 
potential financial abuaea. It would be fooliah and ahort-aighted not to 
recognize the legitimate and real concerna about home care; we rjat particularly 
honor the questions which some parents have hsd about the long-te*» impact of 
caring for a very complicated, dependent child at home. 

The real challenge for pediatric home care ia tc make aenae of a vast aet of 
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ideas and diverse Motives and to encourage the best Aspects of these intentions. 
We aust question how to best Approach the goal of designing and implementing 
programs to accommodate individual situations and maintain 0 ;* improve the quality 
of care and life. 

We have precious little evaluation or data about what the real, intangible 
but important effects of hone care are on the growth and development of families, 
and of other family members. Those studies are just beginning: we oust be 
careful not to apply uniform monolithic solutions to diverse problems without 
being very aware 0 f the potential negative i«pjcts 0 f some of our actiona and 
philosophies. 

Tiiere are a set of what I call ethical concern* which aust be looked tt 
intensively by those involved in asking public policy. Je aust remember an 
important lesson; ve all clamor to have our favorite programs embedded in 
legislation and regulation, but forget that that jsreacription often becomes 
Inscription. The more defined a policy ia, the aore limited are the 
opportunities in its application. This la particularly important in discussing a 
population of children whose problems are of such an individual and idioayncratic 
nature that wholesale, highly detailed presumptive public policies aav, in fact, 
cause more damage than good. 

Wi» must, of all things, avoid home care becoming a one-way street. I am 
concerned about the risk that children in home care might be refused access to 
the appropriate acute-care hospitals and other institutions because somebody has 
drtenained that they are now "home care" patients. Ve are beginning to see 
trickles of this concern in the hospic* a^veaent, where once someone is declared 
to be terminally 0 r aortally ill, thei - ability to regain access to acute care 
facilities and resources, which might In fact ameliorate their condition or 
extend their lives, is becoming somewhat problematic in some settings. 

Home care must never beco-w a preaciiption for all children. The autom/ay 
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i children, parents, and f sallies must not be supplemented by one or another of 
our professional Ideas of what Is best for the child or of which Ideals should be 
valid for the family. Constant renegotiation, revaluation, and eagerness to 
senrch for good solutions mist stand at the center of hone care programs. Parents 
and caretakers are often understandably reluctant to voice problems or suggest 
change. They worry that they have failed, and hesitate to challenge what they 
perceive as authority, rherefore, long-term planning must Include deliberate, 
stated opportunities for periodic renegotietlon about the child's placement, 
under the then current circumstances of daily life and the family. It is up to 
those who are service providers to take the lead in facllit4tlng end permitting 
these families and theae children this negotiation - even if It means that the 
Jobs of the service providers themselves are at stake. The home care market 
cannot become the place where the technicians, the nurses, and the therapists no 
longer enployed In a shrinking hospital industry look to find permanent 
employment. The global economic and social changes in medicine cannot be solved 
over the beds of our children at home. 

A second issue of concern is that of confidentiality, which is becoming 
increasingly important as comprehensive record-keeping systems become standard. 
Protocols for maintaining confidentiality, even in hospitals, have not been 
entirely successful. Professional discretion becomes all the more important as 
the complexity of the home care system grows. When parents and children entrust 
their care to others, they do not expect intimate information to be widely known 
and transeitted. In the more casual settles of home and community, respect for 
confidentiality aust not become equally casual. 

Jurt os important, we must, as a group of people with an interest in home 
care, whether froo the commercial or from the medical or from the organiiational 
side, begin ro establish procedures that permit ingenuity, diversity, and 
flexioility while insuring the best outcome for each child in the family. The 
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clientele among chronically ill children and their familiea ia diverse. Age, 
diaease, race, cocial class, location, and acceaa to resources are among the 
variablea the ho»e care movement must accomodate. The challenge to plannera « n d 
innovators of programs for children is to open opportunitiea for children in many 
different circumstances without aabotaging the poaaibilitiea for other children 
through those efforta. 

I have great concern that »nlees the home care Movement aeta atandards of 
care, tho entire field runs the risk of being ravaged by opportuniata. The 
cosmercisliration of child health care couli *>ecom* another form of 
institutionally-perpetrated child abuje. We mist be ready to identify auch 
abusers and to take action to prevent their entry into thia field. While home 
care seems to aoae to repreaent a potential for revenue production, the coat of 
making that money i n human terma could be dlaaatroua. If the home care movement 
for children becomes the captive of cojmerciel Interests whose concerns sre 
profit-making st the expense of humanistic goala, it atands to lose much of the 
progress which it haa already achieved. 

There are aeveral critical challenges to what I call the home care industry. 
It ia, in fact, a burgeoning industry, and recognition of thia fact forces us to 
focus on the conaercial aide of the home care movement. It la uaeful to look at 
home care as an induatry for a couple of reasons. First, becauae th^re aw aoae 
valuable leaaona to be learned from well-run and regulated induatrieaj and 
second, becaus? it is important to look at the ways i n which home care deviates 
from a standard industrial or market model. In many waya the traditional 
concepts of market economics are not applicable to home care. A atandard market 
analyais laplles two criteria which thia induatry doea not meet. One la 
saturation - that there will ultimately be a maximum demand for care within which 
different provldera can compete. However, home care shares with medicine the 
snomalous position of being one of the few industries in which the supply creates 
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demand, inatesd of the reverse, the case in most other standard Barkers. A 
standard market analyaia also deaanos sn informed purchaaer, who can make 
critical deciaiona among a variety of offerora in the market plsce. Here, the 
home care induatry ia again distinctive. Parenta do not know what is best 
for their child instinctively, but they can become extremely well-informed in a 
very rapid fashion. However, they do not start with the ability to know what 
their child needs. It really tskes an set of heroism, and s certsin. amount of 
risk-tsking, even to try to crsck the veil of complexity sround which medicine 
and all its sttentive professions surround themselves. Psrents do not nstively 
know how to make these coaplex choices. 

Moreover, even though we tslk sbout s mark- t plsce in which theie are many 
offerors, in many situations there is reslly only one vendor svsilsble. And as 
long aa there is only one vendor svsilsble, then market forces do not apply. 
Parents who live in isolsted sress or sress where vendors do not care to operate 
(such ss the inner city or rursl sreas) sre often at the mercy of the «ole 
available vendor. 

We have to remember thst the purpose of the home csre industry should be to 
transfer responribility to the family ss the csregivers of the pstient. A 
central part of our professionsl role is to serve ss teschers, ss well as 
caregivers. We must not delibtrstely or subconsciously neglect our role ss 
teechen, in order to prolong our role ss caregivers to our own economic 
sdvsntsge. Such behaviors csn only lesd to more restrictive snd i ringent 
legislation and regulation from federsl snd stste sources. 

The industry aust itself find wsys of setting stsndsrds snd policing them. 
By setting its own stsndsrds it will svoid the inevitsble chsin of events that 
will lesd to restrictive, inflexible snd insppropriste regulstion. There aust be 
avoidance of unnecesssry care which drives up the cost of csre. The industry and 
medicsl profession aust control costs snd keep quality high. We need to look at 
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the co.t per c.e, ,„d not per Jlea or hour i y C01u ,. ln nUnolt> w have 
experienced . 75 pe.cent ri.e in the 24-hour ho.e c.re co.t betwenn .979 ,„d 
1984. Nursing c.re which co.t $8,000 per m th In 1979 1. „ow co.tlng $14,000 
per TO nth. There ,re difference, of 200-300 percent i„ coapetitive bid. i„ 
dur.ble aedicl equipaent for the s.ae problem , nd ,„ the s.ae co«unity. S o»e 
1. due to inflstion. but ao.t 1. due to . nhift to hoae he.lth c.re .gencie. 
ln.te.d of priv.te duty nur.e. where the l.rge nunber of hour., requested over . 
long period of time, .re being ch.rged ., the s.ae per die. .„d hourly rate if 
they were short-tera hourly esses. If thi. continue, it will clearly .tr.ngle 
the indu.rry snd our good intention, by r.i.ing the co.t of houe c.re to tho.e of 
hospital care. 

Iasgine the uninforaed psrent who .it. .t the aercy of . .ingle vendor who 
knows th.t , given piece of „ulp««n, is required for the ..fety or life of their 
child. The p.rent i. hardly in . position to di.criainste , aong or to aske .ny 
coapl.int. .bo„t the .i ng i e vendor . Yeti thoge of ^ ^ look ^ ^ ^ 

systems .„ d , ee th.t , Me vendor, on aske comp.ri.oo.. We h.ve ,een in two 

different citie. i„ th t . te .. .„ ch „ 100 dlfference |n charge|> 

for the s.ae piece of equipment. I .„ sorry to s.y th .t these ex.mple, .« not 
Halted to fly-by-night oper.tion,, sone of the biggest n.tion.l „„e. i„ dur.ble 
aedlc.l equipment .„d in home he.lth .ervice . ge „cie. p.rtlcip.te i„ wh.t I think 
are unconscionable variations in pricing. 

Another concern I h.ve is thst third-psrty psyaent will drive up the cost of 
ere. One of the big bo..t. of the home c.re .gencie. i. "we'll t.ke care of the 
pspervork." They will bill Medicsid, Medic.re. or priv.te in.ur.nce; if I were . 
p.rent I would lesp st the opportunity to get out froa underne e th the burden of 
thst psper ch.se. However, this service to the p.rent is often sccoap.nied by 
"What do you c.re .bout the co.t when the in.ursnce company or the St.te is 
P.ying snywsy?" One of the thing, th.t we au.t do 1. to educ.te the p.renc. to 
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recognize that they retain accountability and knowledge of those costs and 
charges that are being transmitted to the third-party payora in the name of their 
child. The governmental sgencies which hsve control over their disbursements 
often are unwilling to queation the chargea becauae they find themaelvea in the 
aaae position aa the parent when there ia a aole vendor. The induatry itaelf 
must take responsibility for aome control. 

The induatry must become child, patient and family-oriented, not third-party 
payer oriented. One of the reasons the hoapital induatry ia in trouble today ia 
because most patients have not, in recent American hiatory, participated in the 
transfei of funds required for their csre. They have neither participated in nor 
exerted control over what ia done or what ia charged in their name to payora. We 
cannot allow thia aituation to develop in the home health care aetting. 

To aummarixe: the more pediatric horn* care that ia available, the better 
off all of us «-e going to be. We w^uld badly serve and our children would be 
badly aerved, if we -nd up in a aituation in which the vendors, the payora, the 
providers, and the parenta are in a atand-off or in conflict. We muac look 
toward consortial and collaborative arrangemenca to avoid that kind of an 
adversarial confrontation. In my vUw, the induatry muat move rapidly to set 
standards, to establiah internal Peer review mechaniaaa, and to make quality 
assurance a part of their care from the very outaet of each child's program. The 
induatry should set aaide some portion of potential profit for evaluation cf home 
care initiative a aod programs. 

The industry should psrticipate with manyf acturera in reaearch and 
development, particularly in the development of areas oi low-technology aolutiona 
for probleaa of children at home with chronic illnesa and diaability. The 
development of elapler and more reliable equipment should become one of the 
challenges to the home care movement. Paticnta require better meana by which to 
control their environmenta, and manufacturers and vendors might well collaborate 
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with sources ic government to develop tome solutions for these problems. A basic 
Issue is firming the necessary venture capital to develcp equipment and support 
eervidea for a low-incidence population in our iodusLrlaliied society where 
potential profit is tb« major Incentive f 0 r Corporate research and development. 
The issue might best be addressed by consortial efforts between vendors, 
manufacturers, and the federal government. This might be the place for a Federal 
initiative In provMlnf; capital, as In the "Orphan Drug" Act. 

If we do not take these positive steps, serious questions will be raised 
about the quality of home care, costs will Increase, and abuses will flourish. 
Adversarial rather than cooperative relationships will develop, and we shull 
witness the deterioration of care and, ultimately, deterioration of this very 
important concept. On the other hand, if the Industry - and all of us who are 
part of this Industry - take responsibility, and if the initiatives are not from 
any one sector but from all the sectors, - providers, payors, clients, parents, 
vendors - then we will succeed In what we have all set out to do. We will show 
that home care is an Important way to care for chronically 111 children. It is 
more humane and serves to keep families together. We will then benefit from 
American Ingenuity, through the kind of collaboration between private and public 
ssctors that characterises the American economy and American health care at ita 
very best. 
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Pediatric Home Care: 

A Ten-PoinJ Agenda for the Future 



Arthur Kohrman, M.D. 



Pedotnc *ome care t$ not a new idea 
Dunng my own childhood m rural Oho, 
care at home tor sick (and parte ulorry 
crvoncolry nek) people was a common 
proctce The losprtal was the resource ot 
tost resort, where one went only tor specific 
tnterventora those who died in a hospital 
either hod no family or were destitute With 
the current wove of thought-provoking ap- 
proaches to pediatric home cafe, we must 
be humble enough to realce that home 
co/3 Is rot a newty-«nvented concepl A 
o/eot deal con be teamed from the past m 
ptonmng programs tor the future 



Benewed Interest in Pediatric Home 
Care 

The present renewed interest m home 
core Is. in port, a return from what might be 
described os a technophilo honeymoon As 
Ruth Stem has reminded us Amer oons have 
hod o ove affair with technology, founded 
on the belief that technology con prosnde 
lolutons to imltess problems Though never 
stated qurte so booty, there Is also the im- 
plied hope that technology might sotve the 
ultimate cho»er^e-death Itself The idea of 
forestoibng death, partcuo/ty our own. is so 
tonlahring ihot our country has placed un- 
precedented trust m technology and in Its 
powers to Jotve some of the problems that 



have existed through all generators of 
recorded history 

But. a very healthy skepticism concern- 
ing me limits and the risks of technologic 
ctependence is also now apparent, we 
hove come to realize that those who live by 
technology con oho die by It The ultimate 
promise of technology is net defiveronce 
from the eternal verities of Wo and death, 
but merely assistance In f te journey 

Current Interest In hero care has 
developed in the context of several socol 
ottrtudes that affect hearth car e-omong , 
them a (perhaps hearthy) skepticism of ' 
hospitols and medctne m developed coun- 
tries around the world, costty technc ogoai 
odvonces in medcal core have hod only o 
marginal effect on prolonging aggregate 
Me soon and in reducing '-orbdity These 
observations teod to specutaton that our 
tongible and emotonal investment m the 
medcal core system may not be yielding 
satisfactory benefits 

The social climate, m foct. endorses m 
creasing suspicion of professionals and pro 
fessonaksm. and greater scrutiny of motiva- 
tion and Incentives, wtth doctors serving as 
the mast vtsibte targets of mistrust As society 
begins to look cosety at the Imperatives of 
professional guilds, orgarwatons and m- 
strtutons. the suspcon orises more and 
more frequently that other interests offset 
those of the patient Both the social en 
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c**semenf of indK^uofem and thepolticoi 
rromrmH toward local control over bed 
actMty are each reflections of changing 
•octal ptorftet: we art publcV Interested In 
the empowering of WMduaJs, wtrte 
couftout oi institution; that minimize in- 
dhrfduot value: These trends, omong others, 
pros** ft* social uricterplnnings of the cur- 
rent home com mcverrcot. 

AflhouQh ccetccrtcfrimeni it o domi- 
nant Influence In tw heath industry today. 
Interest In peoTotric tome core has not 
bean motivated by cost-efteclrveness oion». 
f*jrnorwtarion interests hove predominated 
the pursuit of new ooae for chroncofy u 
children Cast control has now become a 
powerful additional Impetus to the move- 
ment, and has increased the vtsfcxlrty of 
home care programs, but the primary ra- 
tionale tor home core must be kept In ap- 
propriate perspective. 



Definition of Home Cart 

What Is home care tor the chronfcoJry U 
chid? The brood definition that has been 
adopted in Knots h derived from the 
lanouuge of P.L 94-142. The Education (or 
Al HorxJicapped CMdren Act. whJch Insists 
upon ptocement in She "least restrictive en- 
vironment tor the chJd and the family " 
"Home care" refers to the effort to piece the 
chid in o least restrictive envfronment-fhat 
Is. where he or she can best develop while 
receiving direct core from adequately sup- 
ported and supportive caretakers A "least 
restrictive"' settng may also be cost- 
effective tho sequence of priorities must be 
retained m the basic definition of home 
core 

The movement toward home core for 
the chromcot/ i chid consists of o series at 
initiatives to help these children move to 
the» homes or to another "best" letting; to 
maintain the chad's medical and social 
stability in this setting; to redefine Institu- 
tional boundaries and missions, and to 
focus on the rterests of the chdd's fomrty 
rather than on the interests of health profes- 
sionals, institutions, or thfcd party payors The 
consequences of this movement will have 



profound effects on hospital organ is ation, 
size, and AnancJol structure. Cherished and 
frodthonol professional roles we change os 
wei. A redrectlon of significant amounts of 
money to norvfroxfltionoi. newty-evoMng 
sectors of the heofth core economy wl af- 
fect existing reimbursement mechanisms, 
oath pubic and private. Home core pro 
groms tor ch/onicoty 1 children wl hove 
significant economic cmequenost, * arty 
become chldren considered to be 
chronica*/ I currenty account tor more 
than 40 percent of al the inpattenl days In 
pediatric hospitals in the United Stoles 

The pediatric home core field is 
character iz ed by o burgeoning enthusiasm 
omong parents, professionals, payors, and 
vendors. However diverse these sources, 
their common interests and coKectrve exper- 
tise ore for more powerful than their 
seoarate individual influences on heoflh 
core programs. Although inrfottve and 
energy hove been high in the home care 
movement, this zeal has been tempered by 
the concerns of hospital odmWstr ators. 
state and federal officiate, planners, physi- 
cians, •censing agencies, end by some 
parents Much of this concern has to do 
with the unknown real impact of home care 
on the Nte of the I children and their 
(amies The possibilities for abuse within the 
programs cleorty exist both abuses In care 
as wet os fiscal abuse Such concerns con- 
stitute some of the most significant barriers 
n the mplementation of home core pro 
proms 

Future Agenda for Pediatric Home 
Core 

Thd real challenge for pediatric home 
core ts to make sense of o vast set of ideals 
and to encourage the best aspects of these 
Intentions, in order to carry programs into 
the Mure with greater certainty, in other 
words, we must question how to best ap- 
proach the gcoi of designing and im- 
plementing programs that accommodate 
irrtrvickxji situations, and maintain, or even 
improve, the quality of core and of Ke To 
help attain these goals. I suggest the follow- 
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hg tervpoW future ogendo tor ptdtatrtc 
home COT* 

4. iron** and r*-#xomlr* 
prof ••slonoJ rotet, otWudst, and 
pnwm 

"We hove met the enemy and he It us." 
to cruc4e our friend. Poqo. 

Not onry physicians but ol health profes- 
sionals ore threatened and perplexed by 
the new a*emattves In health core detvery. 
If a chanae In orientation wltNn the heatth 
care system 1$ to occur. existing professions 
and Quid* must first be examined wtth 
regard to their wttnoneo to adapt. 

The present poltteoi and economic 
clmate of hospital core represents a mark- 
ed difference from previous times wt**n the 
physician hod the undisputed option to per- 
form a order, on behalf of the patient, ser- 
vices whfch In themselves were not 
necessoriy remunerative or which required 
a great deal more time and effort than was 
Justified by the income they produced. 

As the mandate for cotf-canscloui prac- 
tice grows, and as re-evokjcrtion of relation- 
ships between Insfflultons, families of 
chr onteoty I children, and physicians con- 
foues. the threat to the economic and 
or gcrtwrttarol structures of many Instttuttons 
wi otso grow. Because very real financial 
and orgon&ottonal pressures Influence 
those who control fhe present systems, ef- 
fective pians for change must ocknowtedoe 
the economic and agcrtzcrfionol Im- 
peratives for current operations and prac- 
tices 

Reexamination of the health prates 
sJonors role wW involve new definitions of 
success and failure As health care avers, 
we rove a conceptual view of the world 
that tefls us to cure, to heal mevttobry 
children with long-term Mnesses. who neither 
die nor get better from our efforts, are view- 
ed os tenures, perhaps to be hidden In 
shame Attitudes toward the care of the po 
tient who requires treatment but cannot be 
cured present difficult personoi and profes- 
sional issues, which educationol programs 
could do much to oddrets 
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Phystelont, and others In the heo»h ser- 
vice* two* urxJer Ngr* 
ship, carry some other prcf ess to nofy r ** v 
fofce^o1Wuo^tw*becyconilde ro^ 
The medfcol pr o fese tan It by defttton 
pote rn oMstt c: we Eve m o society whtah ex- 
pects rneolcolco^g^ to c*um^ 
noWic roles Reluming power to potlenHls 
therefore not onfy threatening, but aeo un- 
IdmMar. Permming care ot home symbobes 
areirx?uWngc^con«roltotiepo«e^ 
Hcmecarethusrep r eet rih otrore^of 
outrwrlty which »d»fficu* tor mo^ 
cept. not only become of a desire tor om- 
ripotence. but asso timpV because* fear 
of unknown or untamltor problems or out- 
comes Medloal professionals worry about 
responsit^ny and are reluctant to dMde or 
transfer that responskoity fearing that Ices of 
continue and control is an c*x*cotion . 

We must ackrowledgo and teach that 
the physicJan reoty controls very Hie of a 
patient's We. Ai indMouob. at wei as 
members of Interclscrfplnory teams, we can 
onry change the pattern of health core If 
we understand the relattonshlp between the 
hesp we seek to offer and the control we 
ore Inclined to retain. 

2. R#^xam»n« Irvttkmonal rote* and 
otsurnpftone. 

The dWrtoutton of functions In instttutions 
must change. If the locus of care Is to be 
moved to the home, the forrtfy. and the 
c»T>rnunrry. The concept of transmonoJ 
care, for example, has features that, while 
unfamiliar within sfonaord models of prac- 
tice. o< e uniquely geared to the movement 
of children Into less restrictive placements 
Transttionol core ft cost-effective, but more 
^portontty » provides a funo^entoiy a*- 
ferent environment than that of the acute 
core rwspltol. This sort of ftoxic^ In Hodi 
ttonol boundaries between erfabished *> 
srrrutionoi practices must grow with the 
home care rrovement. Ta create a set of 
mum-tiered core systems, services designed 
around the real Ives of a chr onteoK ■ 
p^dotic population must be a*ve*oped 
Such systems ideaty wM be stratified, not 
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onty by cost, but olio by copob»ty to meet 
the needs ot oggregote groups ot patients. 
These Her ed systems might Include acute 
cor©, *ans*cnoi core, and community 
hospitals, os wei os sidled nursing focMrt»#s 
and "notwoy houses" A commitment to 
provisions lor respite cor* Is oi central im- 
portance. 

A simple philosophic orientation must 
be ot the center of on institutional efforts to 
support home core chronic disease proc 
ttoe must be guided by the Interests of 
children and their caretakers, rather than 
by the needs of hospitals, nursing offices, 
boards of trustees, medcol staffs, depart- 
ments of social work, or other institutional 
groups 

3. Examine and deflno the unit for 
pediatric home care. 

Before acknowledging the "family" as 
the base urvt where home core should oc- 
cur, we must look ot what "torn*/" means In 
America today Perhaps no appropriate 
words exist to indcote the ttverslty of 
orrongements characterizing what Is sub- 
served unoer the term tomiry." The much- 
quoted ideal family with 2 3 chTdren. a 
spW Ievel house, and a two-car ^aoroge 
surely Is not the norm. The one-porent f amity 
Is not on aberration. Twenty percent of o 1 
American chldren grow up In one-parent 
families, the number approaches 80 per- 
cent In mner dty neigriborhooas. and over 
60 percent g\ some wealthy suburban com 
munfties The rrwwnol unit of core for o 
chromcotty tt chUd has been nartne* ade- 
quately defned nor investigated 

Perhaps most of us accept the tenet 
that 'lor o chromca&y ill child, as tor oil 
children, there is no substitute for the one 
person who cores " Results of more 
systematic research xito the nature of family 
support structures and the nature of f amity 
Interactions should help to ossur* that the 
cNid. once Qrven adequate medico care 
and community support. wM ochieve the 
best possible developmental outcome 
However, we know too «tte about formty 
members os ndrvfduols and obout fomUtes 



os systems Although t otnie s often hove 
remarkably effective ways of functertng. In 
many Instances we ore at a loss to explain 
why certain tomty systems work whle others 
ton The nature of the torn* cats for 
systematic Investigation ond dissemination 
of this information to hearth professionals 
Just as attitude* toward protestor** roles 
ond institoionot roles offecr medca p«vc. 
tees, so also ore we influenced by cvw *. 
Honm wisdom and lore, tor exor.x** < 
how lamiies of the poor operate- <o>- 
fomees of the weMo-do aptfr'., Cutir.^ f 
held notions obout the car >>Wies and 
deficits of families des#",e objective re- 
examination ond re^orch 

The family caring for the child ot home 
assumes the relatively untested role of case 
manager, m many circumstances, the 
possibility for family independence and 
smooth operation in the patient's behalf 
can only be achieved when the fomity func- 
tions in a central coordinating role However 
dmost no research exists on the methods 
ond consequences of froWng the fomity to 
assume these responsibilities, nor on the 
consequences of the ultimate losses of 
future opportunity tor the entire fomity. Many 
parents would have an entvety different vi- 
sion of their Hves were their child not horv 
dcopped. As we introduce new roles, 
responsibilities, ond relcrttonshJps into these 
porents' Hves. we must otto develop a new 
set of understandings about the effects of 
fhese chonges on fomWes 

Knotty, the social and emahonoi growth 
of children themselves remains to be 
studied Children wtth handicaps 
themselves might benefit greatly from direct 
ckncoJ assistance wtth orientation toward 
their dtsobWties The aim of a project at la 
RobOa Children's Hospital, for example, e 
to investigate the potential of handicapped 
children for learning seif<>o\ccocy skes 
Once old enough to use the telephone ond 
to move around, the children ore trained 
how to use hejp from others, and how to be 
responsible tor their own coVococy An 
enormous field for Investigation let In the 
posstourties which arise from empowering 
rhfee children, ond fostering the sense of 
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competence so important m me growth of 
ON children 

4. Sot standards for cart mat pm vtt 
mg#iiurty, dtv#rstfy, and fexfbtttty, 
while •routing the best possible 
outcome for #och ch3d In the 
famlfy. 

Whenever global solutions ore sought, 
the danger emerges of sequestering and 
suppressing the opportunities of another 
whole population for whom that goal b not 
applcoble The clientele among chronical- 
ty iti children and their families is diverse 
age. disease, race, color, social class, loca- 
tion, and access to resources are among 
the variables that the home care movement 
must accomrnodate The challenge to plan- 
ners and mnovolors of programs for these 
children s to open opportunities for children 
in many different circumstances without 
sabotaging the possibilities for other 
children through these efforts 

Unless the home care movement sets 
standards of care, the entire field may be 
ravaged by entrepreneurial opportunists 
The tnviataation and commercialization of 
child health core b a form of institutionally- 
perpetrated child abuse and assault As 
professionals, we must be vigilant, to be 
ready to identify such abuse and to take 
action when our values for chiHren are 
thwarted by opportunistic interests Home 
care represents a potential for revenue pro- 
duction, the cost of making that money tn 
human terms could be disastrous If the 
home care movement in pediatrics 
becomes heavily involved with commercial 
Interests whose concerns are profit-making 
at the expense of humanistic goals. It stands 
to lose much of the progress which it has 
already so proudly achieved 
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wel might co*3bornta stfh sources of 
opvemment help to develop technologic 
solutions The economic rewords to n 
rnanufacturer wmng to Invest venture 
capital are not Hkety to be gr/jot 1 

Ot**»ng capital K> develop equip- 
ment and support services for a low m- 
dotence Deputation in c^lnck*^^ 
society, where profit Is the Incentive of cor- 
porate research and development, is one 
of the major issues that might be best ad 
dressed by consortia of private and public 
sector representatives 

The problem of equipment is again 
related to social attitudes Physicians have 
deemed technology powerful In our culture 
ve are frankly disdainful of "low tech" solu- 
tions when "high tech" alternatives exist 
Nonetheless, "low tech" solutions familiar to 
patients, their parents, grandfathers, and 
neighbors should become a more signifi- 
cant part of our resources 

Uobrtrly consciousness plays a role m in- 
fluencing professionals' attitudes toward 
equipment If care of patients Is to be 
transferred to a macliine. the machine must 
certainly be of stateof-the-arl quality 
However, consciousness of product liability 
In this country has become counter-produc- 
tive vendors and manufacturers refuse to 
rervice machines which have been altered 
from their original specifications or are used 
In unorthodox ways Consequently, patients 
are constrained to use machines that might 
not be able to be repaired or serviced The 
issue of proauct liability, in both economic 
and legal terms, has crucial ramifications, 
its solution may require assistance from state 
or federal governments in negotiating safe, 
rational solutions 



5. Improve and Umpttfy technology. 

The oevelopment of better, simpler, 
more reliable equipment should be another 
hallmark of the home core movement Pa- 
tients reqwre better means to control their 
environments Monutccturers and vendors 



1 A recent reoort for the U.S Congress Office 
of Technology Assessment discusses this 
issue exhaustively Technology and Han- 
dicapped People. Washington. U S Govt 
Printing Office. 1982 a C 82^600546) 
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©. Work to form reglonol consortia 
of pubftc. private, unfrerslty. and 
commercial sectors. 

Development of trust amongst prcvidors. 
payors, client groups, regulators, and 
educators is crucial to pediatric home care. 
Uoisons between the medical and educo- 
honol communities ore often deficient, even 
though they serve the very same children 
and hove simitar goois The clear federal 
mandate tor cooperation among educators 
and hearth professionals has not received a 
response worthy of the great potential tor 
for more powerful, effective programs tor 
Children Close rapport wrm teacher framing 
programs could begin to ameliorate the 
deficiency m education of the educators, 
which rarely includes information on 
childhood illness, especially chronic illness, 
and Its effects on children and families 

Regional consortia may become the 
basis from when creative coHaborOtcns 
among brooder segments of Ihe community 
con occur Effective regional consortia can 
move beyond traditional totttutonol roles 
and professional retationsrVps to ensure 
continuity for our patients between the 
hosprtal and the home and into the com- 
munrty An effective regionaity-based net- 
work (porhops the term "cobweb" better 
fyprfies the necessary sticky, cohewe quali- 
ty) con oversee follow-up and assessment 
octrvthes as wefl as assume centralization of 
information about patients Another role for 
consortia s to ensure continuity of record 
keeping, and thereby provide some boys 
for evaluation of mutual efforts The consor- 
tium con bring concerted pressure on state 
and federal agencies, especially regulatory 
agencies, with a strength that individual 
members alone cannot match Regonal 
and local consortia also con have impor- 
tant effects on cost control By entargng the 
group of people who ore Involved, a con- 
sortium can exert power m the market 
ptoce and can nflueoce forces of market 
economics 

An example of the increased effec- 
tiveness of consortium efforts exists m ftnots. 
The Children's Home Hearth Network of Il- 



linois One of the a4m$ of the conjortium tj 
to develop a mum- tiered system for the 
venhtato?<*ep^naent child that includes 
skilled core options for children who cannot 
Kve at home The three good pxJotric skill- 
ed nursing f acuities interested in taking core 
of venblotor<Sependent patients cannot of- 
fer services to these children at the reim- 
bursement rates currently offered by the 
public assistance system The Children's 
I- tome Ksoffh Network, as the consortium, ts 
now attempting to negotiate on their behalf 
with the public aid agencies in (Knots with 
force that none of the three institutions 
alone couid duplicate The political power 
that con be gained with a regonal consor- 
tium can be directed to achieve a range of 
goals that may be unthinkable on a smaller 
scale 



7. Form coalitions between patients 
end their parents or caretakers anc 
professionals. 

?h<» best way. albeit somewhat un- 
familiar and even provocative, to effect en- 
forcement of standards m home core ts to 
empower the formal and informal care 
takers of the child in order to assess the ef- 
fectrveness of efforts on the chad's behalf 
To perform In this rote comfortably and 
competentty. parents and caretakers must 
be extremety well-prepared and informed 
As providers, r* is our task to prepare 
parents for this enormous responsibility We 
must also learn to listen to parents they 
have the "front kne" knowledge of the irv 
trcocies of the child's dotty program In 
sum. parents and professonab mus* 
become each other's educators Coalitions 
between parents and the medical establish 
ment. both formal and informal, are ex 
tremety Important In providing a core of 
continuity and of Credibility in enforcement 
of standards in the home core system Thrs 
coohtion between parents and professional 
should be used to keep costs low and to 
mamtam qualrty If parents and profes- 
sionals ore to communicate personalty and 
publicly, they require expertly planned 
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forjms for mutual exchonge of ideas ond 
education for directed poRticol octtvtty. 



6. Recognize ft* Importance of 
political agendas. 

Particular comWeraton should be grven 
to interaction between the pediatric home 
core movement and state anC federal 
governrnents The poWical process is stow 
and unpredctabte; it demands incredible 
tenacity and corefuty pursued lobbying ef- 
forts However, only through poWico* action 
win taancioJ ond bureoucrcrtc barriers be 
broker. The poSticol process is also a key in 
the home core movement as the essential 
determinant of the regulatory environment 

The ptoce of the poWcal process m af- 
fecting tl >e organization of heotth core 
systems is undeniable Chronically ill 
children deserve ad/ccocy they are a very 
vulnerable pcputatia there are not so 
many of them, they cost o tot. ond many 
are poor— within our society they have 
mony strikes against them. One of the basic 
priorities for oN programs for children, in- 
cluding the home care movement, should 
be to help create a voice on behalf of 
children wrthm the poktcal system 

9. Consider Ihe ethical Implications 
of home care. 

The exciting new options created for 
chronically in children must be applied flex* 
lory Home core must never become o 
prescription for all children. Tne autonomy 
of children, parents, and families must not 
be supplemented by narrow ideas of what 
"is best for the child" or what might serve 
ideals not valid for the farroJy Renegotia- 
tion. re-evoKjotion. and eagerness tr> search 
for good solutions should stand as central 
components of home core efforts Parents 
and caretakers are often unaerstandobry 
reluctant to voice problems or suggest 
change. They worry that they have foiled os 
caregivers ond hesitate to challenge what 
they percerve as authority Therefore, the 
philosophy of long-term planning must in- 
clude deliberate opportunities for periodic 
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renegotiation about the child's placement 
ond the current circumstances of doity life 
m the family 

ConWentiolrty emerges os an increas- 
ingly important ethical issue, as comprehen- 
sive record-keeping systems become more 
evident Protocols for maintaining confiden- 
to My even in hospitals have not been en- 
tirely successful Professional discretion 
becomes ol the more important as the 
complexity of the home care system grows 
When parents ond children entrust their 
care to others, they do not expect Intimate 
Information to be known ond transmitted In 
the more casual setting of home and com- 
munity, respect for confidentiality must not 
become equally casual 

Respect for cultural diversity is another 
issue that involves values Each of us has a 
particular window of bias based ufxxi our 
own origins and socialization Cultural varia- 
tions open up new possroUrties cs well as im- 
pose restrictions. The traditional medical 
establishment locks a brood base of infor- 
mation about different cultures, ond ways of 
listening ond understanding are often defi- 
cient. When we ask how fomi r »es from 
d (verse cultures ond neighborhoods ar- 
range for the core of their chronically ill 
children at home, the answers are often sur- 
prising. Conventional wisdom does not 
always apply. 

10. Evaluate aH we do. 

Our society win be forced to moke some 
very important decisions about allocations 
of resources m the future To do so wisely will 
require prospective and retrospective 
evaluations of present and future programs 

Zeal, one of the greatest assets in the 
home care movement, ts also one of the 
greatest risks The kind of enthusiasm which 
brings home care programs into fruition also 
carries the risk of impeding formation of 
critical judgments Zeal is absolutely 
necessary, but not tutfcient. testimonials are 
not data, ond data are essential 

The attitudes ond expectations of 
parents for their child 'en are the reel 
substonce of our professional success— It b 
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these hop* and drams that we must 
understand ond enlarge. In order to create 
new opportunities for the tfvonteolry 1 
child Because hopes for the future con only 
be launched in the context of fornixes' real 
capobittes and Interests, the professional 
Imperative to respect the fomir/s values 
and practices becomes o key component 
of the home care movement. 

m sum. changes In Mure medical pro- 
grams wft be based on beliefs as to the 
best outcomes tor chidren and their 
caretakers interest In cost-effective solutions 
for chronic pediatric populations has been 
a notsy element among the various sources 
of enthusias: > to find new opportune >e$ for 
children, but certainty has not been the 
most important or significant port of chang- 



ing priorities Pother, the focus on the reot 
irves of children ond their tamHes, and the 
effort to enhance the Independent pursuit 
of octMty In the canter; of family ana com- 
munity are the outstanding progressive 
hoimorks of the contemporary home care 
movement These Iximonrtorian ideots ore 
strong enough to sustain me home care 
movement ogamst entrepreneurial counter- 
Interests, these ideals ore strong enough to 
mottvole hearth core providers from oi 
disdpines to pursue research that v/* leod 
to better clinical service. And perhaps most 
important, the orientation toward the needs 
of children ond families, away from institu- 
tional ono organizational priorities, has 
potential to affect a great variety of future 
heortn ond human service programs 
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SKIP, INC. 

SICK KtOS <Nf tO) INVOLVCO WOM 



NATIONAL HtAOOCAMTKJtS 
tl« NtWTOAT OMlVt 
SCVgMNA PA«K. MARYLAND 21 I 

The Honorable Orrin G. Hatch 
Chairiran, Committee on Labor 
and Human Resources 
United States Senate 
riashinotcn r D.C. 



Dear Senator Hatch; 



I a/< pleased to see your continued commitment and support of 
the children and their families across our country who suffer 
from catastrophic illness with a dependency on medical 
technology . 

As I demonstrated by my testimony for the hearing on "Home 
Caro for Chronicaly ill Children' August 1983, I have an on-going 
involvement in this new movement as a parent of a technology 
dependent child, ERIH 5 years old, born with a rare respiratory 
disease. Erin is at risk of respiratory collapse because of 
immature development of cartilage in htr lungs. Erin requires 12 
hours a night of positive pressure mechanical ventilation to keep 
her lungs open. I also am the Founder and National Executive 
Director of the organization, SKIP (Sick Kids {need) Involved 
People ) . 



SKIP grew out of my personal experiences, triumphs and 
tribulations of having Erin, a medically fragile child. As "a 
pioneer *n this movement, I continue each day in not only 
confronting, the continuing road blocks placed in front of me as 
a parent striving to keep her oaughter, ERIH, heme but in 
assisting thoucandsdOOO's) of families and their medical tea.re 
across tr,<? country being faced with the came challenges day after 
day: appropriate funcing, Quality care and society's acceptance. 

Tnn c r -r" p t<inity to identify these issues and increase public 
aware.iecc and community understanding of the real challenges 
fiicino the t housands ( 1000 ' s ) of families is truly a milestone in 
the continued eiforts to insure that the option for Pediatric 
Specialized pome Care will continue for all the children of our 
country. 



Thank you for your continued support and backing. 



Sjincet ely, 
OA-* O ' 



Karen A. Shannon 
Founder/National KxecuLive Director 
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SKIP'S UATIOUAL ISSUES 



The national issues facing the technology dependent 
population is not unlike those faced by other health impaired 
populations. Main issues include identifying funding, 
disseminating of program information, addressing educational and 
social needs of the child and family, and providing for quality 
assurance, and the education of both professionals and the public 
on the issues and needs of these special home intensive care 
children. 

-Identifying Funding Programs: 
The need for appropriate individualized funding policies and 
procedures for handling financial support and assistance to these 
families is critical, both in private and public sectors. There 
is a need to recognize that some families can cope with fairly 
minimal supports, while others may require high levels of support 
and assistance. Flexible funding is vital because the family 
situation changes over time, and home care arrangments need to 
adapl accordingly. 

-Meeting the Educational, Developmental and Social Needs of the 
Child and Family: 

The technology assisted child places unique, new demands on our 
established educational and social systems. It is important that 
we not neglect prepar.ng and integrating him/her into our 
society. Provisions for educating this child must be established 
both in public and special education settings. Peer acceptance 
must be fostered tnrough understanding as well as exposure. 
Encouragement through educational and support systems will one 
day allow for the self-sufficiency of the technology-dependent 
children. 

-Disseminating Information: 
There is a great number of existing, well established programs 
promoting maximum family growth for specialized are in small 
localized area* of the nation. A system must be established to 
colltct and distribute information throughout the nation on how 
different programs/resources were planned, developed and how they 
now operate. The system i^ust share information on available 
treatment centers and costs to families, health care 
professionals, medical insurance carriers, regulatory agencies, 
and non-profit orrjanizat i ->ns - ultimately linking all systems in 
Older for specialized health care to survive through coordinated 
management on all levels. 

-Quality Assurance: 
The development of standards of care, must be established tnat 
are flexible, diverse and individualized for each child. Avenues 
for monitoring are needed to assure that the services and the 
products are being delivered in the community are of the highest 
calioer possible. 
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-Education of Professionals and the General Publics 
It is vital that professionals in all sectors of 
society, including medical, business, law, financial, education, 
social, religious are made aware of this growing trend to home 
care. Professionals must incorporate in their educational 
curriculum specialise home health care management and the 
development of new skills that are needed to service home health 
care recipients. The general public needs to become aware of the 
needs and issues facing home health care families. This 
awareness will hopefully develop tne volunteer system for 
assistance and promote legislation to make life smoother for 
these families involved xn specialized home care. 
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LA30R AND HUMAN RESOURCE COMMITTEE PUBLIC HEARING 

Home Health Care Ref orm/Pediatric Home Care Issues 
Testimony of Karen A.Shannon -Parent-National Executive Director 
Founder of SKIP(Sick Kids [need] Involved People), Inc. 
Pamela N. Dennett, RN, BSN 
Vice President SKIP, INC. National 

Ten million children in the United States are chronically 
ill; one million of these children suffer from severe chronic 
illness requiring frequent hospitilization and medical support. 
Today we will talk specifically about chronically ill children, 
who are technology dependent. These children received 
superb, state of the art medical care after a premature birth, 
severe medical illness or catastrophic accident and survived. 
The Technology-Dependent child however will retain a daily 
dependence on the medical technology w^hich gave him life 
respirators , oxygen, tracheostomy, tubes, gastrostomy tubes, 
catheters, etc. 

Hospital ICU's or one of the very few' specialized pediatric 
long term care facilities have been the only ■home" for these 
children. A new and growing option has been he care of this 
complex medically fragile child in his normal environment -THE 
HOME. SKIP(Sick Kids [need] Involved People) is involved at all 
levels in the pediatric home care movement, attempting to 
pragmatically assist families, to educate public policy-maK^rs 
and legislatures related to these children and to impact on 
society's attitudes and kn-.-xedge about Technology-Dependent 
children. SKIP is composed of every facet of in-hospital and 
community supports, working together on this complex issue. 

There are, we feel, 3 najor categories of needs that must be 
addressed: 

1. FINANCIAL 

2. QUALITY ASSURANCE 

3. COMMITMENT 

I. Financial 

Hospitalization costs represent the largest proportion of 
this child's medical expenditures. Though the severe 
chronically ill compose only 2% of the child population in the 
U S , this 2% uses 60% of the children's in-patient hospital 
doliars each year. Kow .night these astronomical hospitilization 
costs be reduced without uassive reform in our health care 
system? 

Caring for these children at home rather than in the 
hospital represents a reduction in hospital costs by 2/3 (see 
chart on cost effectiveness of home care). Average monthly costs 
fS? home care range fro* $6,000-12,000.00 compared wicn r ^,000- 
12,000.00/a week in the nospital. Yet the primary deterrent to 
home care is monetary. 
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The broad range of services needed for the child to thrive 
at home are available, yet typically private insurance or 
Medicaid will cover inpatient hospital and diagnostic testing 
only. As soon as the child is at home the financial supoort is 
not only decreased but the range of provided services is 
narrowed. This effectively excludes many families from even 
attempting home care. Uninsured middle income families have no 
clear mechanism for financial support of their child. The child 
must be maintained in a hospital at a greatly higher cost to be 
paid for with public funds. 

Families are often financially depleted by extraneous non- 
medical costs alone, such as transportation to physician, 
hospital, or pharaacy, time away from work for care, career 
immobility because a change in insurance company may result in a 
chan9e or drop in coverage. 

It is incumbent upon the government - to adapt flexible, 
individualized financial support for the families of Technology- 
Dependent children. Support for the families of Technology- 
Dependent children which will allow them to live in the more cost 
effective setting— £KE HOKE. 

II. QUALITY CAKE 

Though cost containment is an important concern in pediatric 
home care, the decision to attempt home care must be based not on 
cost but on the quality and value of that child's life. 
Dr.C.E.Koop embraced our philosophy in his speech at the Surgeon 
General s Workshop on Children with Handicaps and Their 
Families,,,,,, ,, , December 1982,,, when he said "There is no 
substitute for a loving caring family" for these children. — My 
Daughter— Erin astonished doctors when she taught herself to 
speak— for Erin learned to talk because she had something to say 
and some one to say it to—- and a family to be part of it. The 
second issue of importance is the assurance of Quality care for 
each child. 

Standards must be established that are flexible, diverse and 
individualized for each child, standards that will maximize each 
chile s existence. Tne urgency of this can not be overstated. 
Home care is a new frontier with potentially lucrative fin ^l 
and commercial gain to service providers. The risk of a if 
standards are not developed is great and the harm to the children 
ana their families potentially devastating. 

Quality care in the home necessitates caregivers helping 
parents on a daily basis. Evaluation guidelines must be 
developed to assess the level of care and nursing needs of each 
child. some of these children who are stable can effectively 
utilize nursing aides or trained family or community helpers. 
Other children who have rare poorly understood disorders with 
unpredictable outcomes or medically unstable children require the 
skilled care of RNs. often the medical machinery in the home has 
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untested long term sequelae with pediatric patients. Assessment 
of subtle, sometime** unrelated clinical signs and symptoms 
clearly is in the realm of nursing expertise. 

It has been posited by some that if parents can learn to 
care for their medically fragile child, at home, then other lay 
people could too. Foe the medically stable or less complex child 
this is certainly true and should be enthusiastically promoted. 
For the more complex, fragile child however this is not a wise 
arrangement, in this case the time investment, love, motivation 
and intensive day to day training and experience the parents 
possess can not be duplicated by the non-professional. 

Tremendous emotional and financial stress is imposed on the 
families that have Technology-Dependent children at home. The 
parents must deal with a complex, confusing, unintegrated medical 
establishment, a myriad of ancillary services (from equipment 
vendors, oxygen companies, OT, PT '» Nursing agencies, 
Psychological services, etc. ) , the public school system, 
pharmacies, insurance companies, and social service programs. In 
their communities, they are often socially isolated. Some parents 
are unable to cope with these daily stressors and the management 
of their child. Yet if mid-level managers are available to help 
the parents, their child could come home. 

Quality care like financial support entails a flexibility, 
diversity and individualizing of care to Lhe child an<? his 
family's specific needs. 

III. COMMITMENT 

COMMITMENT to pediatric home care is the final vital link to 
the survival of home care as an option to parents today. 
Commitment must begin with the child's family: the Parents to 
each other and to the child. 

SECONDLY the medical system must continue to strive for the 
best for each child. Hospitals are traditionally oriented to 
acute illness. Chronically ill children and their families are 
often brushed aside and effectively forgotten, particularly the 
child that needs intensive technology support. These children 
will not in all likelihood improve and must remain in a ICU 
because there is no other facility that can accept chem. 

THIRDLY , the community must be committed to understand and 
accept the child and his family. All too often they are socially 
isolated just at the time that support is so vital. 

LASTLY , Our society places great value on science and 
technology. These children are products of our technological 
advances in medicine. Five to ten years ayu **hey would not have 
survived. Tnough their survival today is assured, the degree to 
which they thrive, grow, and lead productive and full lives is 
the degree to which the child and family are offered support when 
the acute medical crisis is over. The struggle for life is 
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June 1985 

My name is Dana Kruse, I am a parent of & special needs child. I am 
not unique nor one of a kind. If you are also a parent of a special 
child perhaps you'll hear strains of a familiar tune. If you're a 
concerned advocate, you know where I'm coming from. If you're working 
for one of the many agencies designed to help, I hope you'll hear that 
we need your help. In fact we can't survive without it. We're normal 
human beings just like yourselves with desires, goals and problems. We 
ask not for ourselves so much - as from our hearts, for our special 



First, I' Id like to share some background with you. My daughter Jennifer 
is now 4 years old. \h years ago when she was 2^ years old, she became 
a near drowning victim. Restored to life by new medicial techniques, 
she survived where we were told just 2 years prior to those medical 
advances, she would have died. What we experienced was not the usual 
child gets sick and then gets better routine. Lack of oxygen to her 
brain caused roasawe b^ain damage and the result is a severely disabled 
child, tor Jenny that means, inability to walk, to talk, to move her 
arms or clap her hands. She can no longer run, laugh and enjoy life as 
she had for the first 2h years of her rrec*ous life. 

At first life itself was a battle, during which she was hospitialized 
in a pediatric intensive care unit with 2 bolts drilled ii.to her skull 
to monitor brain swelling, 24 wires attached to her head to monitor brain 
activity, 8 I.V. lines in various parts of her body to administer medications 
that kept her vital organs functioning and stablized her critical condition, 
she was also respirator dependant. 



children. 




ERIC 



205 



In an attempt to get her off the respirator, she had a trach put in to 
help her breath and s u ~gery again later to put a tube in her stomach to 
feed her because she can't swallow. During her "rehab" hospitalization 
that lasted 16 months and encompassed k different hospitals, sh e developed 
a severe seizure disorder. At one point they came continually for over 
2 weeks while we tried radical medication treatments to try to regain 
control over them. Her muscles became so tight, they dislocated her hips 
which led to surgery which only led to dislocation again several months 
later. Due to the massive amount of strong seizure medications used 
over such a long time her bones became brittle which led to 3 fractures 
in her legs and a broken collarbcno. All of which took 3 to U months 
each to heal because she doesn't heal normally anymore. Her weakened 
Physical condition led to illnesses such as pneumonia, flu and chicken 
pox all of which almost took her life. She also remains in a coma. 
In January 1985 with the help of the State Insurance Commissioner and 
our attorney, we encouraged our insurance company to agree to home care 
and Jenny came home receiving 24 hour a day, 7 day a week LPN care along 
with needed physical therapy, occupatioanl therapy, equipment, supplies 
and drugs. We waited tor the child we knew to wake up and be better. 
We looked to the experts in the medical profession for all the answers 
and discovered they didn't have them. There was frustration and worry 
we endured over each of these additional crises in her life that have to 
be endured bacause she doesn't give up. She tries and tries to break 
out of her shell and the very least we can do is help in every way to 
assist, support and love her. 



During this time we encountered THE SYSTEM... 
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We net social workers, pediatricians and neurologists, some were understanding 
and some - were heartless. Institutionalize was the magic word. Take 
a slice of your heart, a slice of your life * tuck her away and go back 
to living your lives. Trying to forget the child you love would be taken 
care of by strangers in a place far away from home that don't love her 
and couldn't care for her like her family because there is - no lovet 
It didn't take long to learn to be a fighter and learned we had to take 
control. In the midst of our grief we learned to humble ourselves and 
ask for help. 

He have reduced her care costs by approximately 33Z by bringing her home, 
yet her monthly medical care costs are many times more than our gross 
nonthy salary. 

We have been informed by Dr. Dick Gehrz, Head of the Pediatric Intensive 
Care Unit at St. Paul's Childrens Hospital that no long term care facility 
or institution would be able to meet Jennifers needs* 

We have been told by both the State and Federal Depts. of Health and Human 
Services that Jenny qualifies for the "Katie Beckett" waiver and/or 
the chronically ill childrens waiver. Either waiver would provide medical 
funding for our daughter at home. 

Senator La*alt and Senator Boschwitz, inquiring on our behalf, were informed 
by letter on March 28, 1985, that Jenny was approved for funding to provide 
for her home care. Yet when we contacted the Fed. Dept. of HHS to confirm 
what Senator's Laxalt and Boschwitz had been told, we were informed that 
the letters sent to both Senators were in error. We were further informed 

that our applications were still "pending" even though the applications 

had been on file for months. 
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The reus of rules and regulations ls 80 aind boggling and discouraging 
that unless jrou becoae determined to sort your way through the maze 
you give up. I'm afraid some parents do just that, give Mp. 
Medical costs alone are impossible to meet on anyone's salary. Jenny's 
condition is going to require a longtime or lifetime of medical expenses. 
If we chose to institutionalize Jenny, the state would pay for her care 
and all related medical costs and equipment. Because we choose to 
keep her home we have to constantly battle for financial help that is 
at the very least degrading and often humiliating. 

I believe parents who choose to try should receive willing, supportive 
help. Everyone has the right to maximize their potential, whttever 
that might be. 

Our family is not unique, we became victims of circumstance and it could 
just as easily be anyone of you. No one is immune, e"en if you think 
you've had your children with no birth problems or no disabilities, there 
are still grandchildren and accidents happen every day. 
So now you've heard some history. I'm here to ask help from all of you 
to assess the situations you coae in contact with. Determine how to 
best oeet the needs of the individual faaily case through cooperation 
among agencies each giving, bending, or taking charge as best benefits 
the faaily. Host importantly, since you are faailiar with the various 
parts of the systen, you can be indispensible in setting up a network 
to help families find the maximum benefits needed for a total program. 
Seeing where you can expand existing programs and creating new ones. 
The families at best are already encumbered with stress of care and stress 
of coping and often don't have time left over - let alone the energy 
or fortitude to struggle with the system. Many times they give up before 
they go through any more hassle. 
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Be that bridg* for fanilies - 
Be the voice of support- 
Be the person that nakes the difference to these families- 
He need you- 

He want to work with you and be understood by you, let you share our 
joys and most of all allow you to know our special children. 

He are determined to keep Jeny at home, determined to give her every 
opportunity to maximize her potential and determined to persevere through 
whatever we nu*t, to do so. He hope you will strive with us to provide 
the most possible - for all our special children, whatever their needs may 
be. 

Thank you. 

Dana Kruse 
810-10th Street 

International Falls, Minn. 56649 
218-283-9364 hone 

218-283-2581 ext 270 (work 9-5) 
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SKIP, INC. 

VCK KIOS CMCCOt IMVOLVCO *CO*lX 



NATIONAL MIAOOUAHTCH* 

tCvtHH* PA**. MAJVYLAMOtl 14S 
>01*«47-Ol*4 
rCNNSr^VANtA CHAPTOt 
«• WIDVOOO AVtNUC 
C ArtT LAN9COWNC PA ttOSO 
21V2S4.1047 

June 6, 1985 



J 12 £ like to share with you the story of my daughter Judy. 
I am hoping that Judy's story .ill "help you to t-ndSrsUnd some 
or the frustrations and fears we as a family shared in order to 
ff^tV 0 0Ur dau « hter some array of happiness and potential 
that had been taken from her. 

were ??Lm^ girl - was , bor . n on /' n - 25,1975 my husW *nc? I 
S?r«« rS at i nS °\l C * oud ' We had a ljLttl * * jr1 ' We ha* .such 
ZIaaI for her. Then came reality. When Judy waa tso years she 

tJrtlSl be K an %L n - ,L had n0 idea what was the «tte? wUn her 

tJf bp f athin « did look normal. -I called he- doctor 
whoes office is located at Children's Hospital of Phila One* 
nfd a Iu e r? 6ed H ,,Udy he *" sisted »• «0«lt hertA thehospltil. Judy 
had suffered a spontaneous atelectasis in her ri*ht lur'. Little 

?he rJt n °Z J H dy , W0U rJ d r ^ in hospitalised for the nexlfsix months. 
The next few days after Judy had been admitted were Ji'-.e a 
nightmare. In just two days time our healthy little rirl had 
become our critically ill little girl. As time went on it became 
5 °ILV ;°f; a W** ent th *t would remain ventilator dependent. 

Because of the uncertainely of Judy's medical stability it was 
suggested we remo/e her from the ventilator and allow her a 
peaceful exodus. You have to understand Judy was alert and 
msv ^lll responding to us. This is why our decision was so 
on* H»d y lo( * in ? at us * ith her Mg brow.i eyes asking for 

as%olL P bi.° Ur /« e M Si0n W ° Uld bC 10 h6lp and su ^ ort he ' as ™ ch 
h nfn^ 9 a* As time went on we were told Judy's survival would 

tld thZ Cal n technol °fiy- We talked to Judy's doctors Jnd 
aZILI \! ° ^° J f plan t0 taUe Jud * and her ventilator home. Her 
doctor looked at us and said, ".That's Impossible" we can not 

I answered Oh^t r v* "J"" 1 "" indent ?hild home to'uve^ 
i answered On, try and stop me. 

I?. 1 .?. Pe ? Ur S , t0ry rea11 * begins. Judy was noved fram an 

Jltl f^"? 8 t0 3 ^mediate setting. Where there w*" nine 
i rZl iS 6 - terB v ,^ tilator assisted children. The first question 

care Tn^ I.Jf edi ^f ly Started learning and doing al?. of Judy-n 
ZrZt' t next .<l^ es «on came up who will manage ventilator at 
home. I assured the nurses that I wouls also lea. - th'-s care. 

to^s^ \cl\ ST? 151 ha0 bee " 3Ske6 t0 explain J, ay -.s Stnthator 
!?, us i* c tasa Person Volome Ventilator and about the si*e 

was,,in 6 pchine. Hy husband and I had several riehr of train'- 
fro, the respiratory therapist until we both felt confident 
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in our handling of Judy ventilator. Now cane th* third question 
who will pay for Judy care at heme. I checked with our insurance 
company and found they would pay 802 of Judy's can at hone until 
we. reached our life time maximun. I -talked to the hospital social 
worker assigned to our case and she agreed to look for sltcr^ativj 
funding for us. The doctors and nurses had prepared a list of 
equipment tha^ Judy would need at home. I called several medical 
supply stores only to discover that it was impossible to purchase 
a ventilator, they were only sold to institutions. I went back to 
Children's Hospital with this information. By now, they realized 
I was very serious about bringing Jud} home so the hospital agreed 
to purchase the /entilator for me and then I could purchase it from 
them. One more obstacle out of the way. The social worker was not 
very successful in obtaining alternative funoing. She cane up with 
all negative responses, At this time of year the Catholic Church 
holds their annual Catholic Charity Appeal. Listening to this 
announcement in -church on Sunday, I thought why not give then a try. 
I called first thing Monday moaning and to our absolute delight 
found that a benefactor had opened a special pecount that J\'dy would 
fall into so they would be ablo to give us the additional funds 
needed to purchase Judy equipment. We were finally making headway. 
In October of 1977 it was suggested I apply for a medical care f or - 
Judy, I was told to go to my local social security office. Once 
there 1 was tol^ when Judy had been hospt5alized for 30 calender 
days she would be eligible for SSI benefits and a medical card. 
Judy had already been hosptialized for four months at this time. 
I went back to the social worker with this information. She was not 
aware of this *\-iin£. As time gotcloser for Judy to come home we 
became nore anxious to have her there. The hold up was the ventilator. 
Seeing my depression the hosptial agreed to lend me a ventilator 
until ours arrived. Our plans were set. 

On November £1, 1977 our beautiful little girl was sent hone to die, 
or so her doctors thought. This day had a triple meaning for me. 
It was my youngest sons second birthday, Judy came home to live with 
her family, and I met Kobert G. Kettrick M* D. who was to be our 
trouble shooter for Judy home care. Dr. Kettrick is now director 
of the pediatric intermediate nnit at Children^ I ospital of Phila. 
I had agreed to 8 hours of nursing a day for Judy. I cared for her 
nyself the other sixteen hours. Because our house t-as small and 
Judy's bedroom could not hold her and her equipment, 
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we turned our dinning room into a room for Judy. tf e had no ri«ht 
nurse so ay husband and I slept on the floor next to Judys crib 
ror the first six months she was hone. 

^Uf^UVf?" 6 ^ Judy ?S D ? , the V* T * nts ot the other nine children 
had decided they too could bring their ventilator assisted children 
hone to live. Over the next year everyone of these nine children 
cane home to )ive, under the direction of &r. Kettrick with out 
really having a program just addressing each need as It came up. 
Once Judy came home her daddy income was deemed hers and she became 
ineligible to receive SSI benefitc and her medical card. It seemed 

w Sif.i2 8 ™ tutl ?°5 1 f* e Jud * v « nd receive help from the government 
but because we wanted to care for our daughter ourself and because 
we wanted her to live at home we were penalized. We persued this 
ruling all the way to the federal level. We even initated a law 
suit against Patricia Robert Harris , who at that time was the 
Secretary of Health and Human Services. All our efforts proved 
^n 1 ^ Jud y ,fi benefits were still denied. However, we indeed were 
laying the ground work for the policy change that occured in Hov. 1981 
when the first SSI deeming waiver was granted. 

Judy's insurance had a life time maximum that we were quickly reaching. 
It ha V? c S Be u? p ? ith Plan B - We contacted our local Congressman, * 
on SfK?6 ° n and «P? e ?"d before Senator Kennedy*s sub-committee 

on National Healtfi, we met with Senator Heinz and Senator Schweiker 
Everyone we talked to agreed we had a problem but no one had any 
answers. Myself and the parents of the other nxne children who had 
.«f5 n ^ d i 6Char P^ fr0D intermediate held together. We formed a g, oup 
called Concerned Parents of Ventilator Assisted Children of rhieh 

we'conlS^MnU ?! url tTiS Z, at ny hou8e and * e invitea everyone 

we could think of that might be able to help us on the local state 
and federal level One day I stopped in at. c on f er ence and I hea rd 

she was e f?p S n^oJ V f "T? Ann A % ty » Wh0 18 al8 ° a nurse I knew 

Inl I^hu! pe 2 0n t0 nel ? us - 1 contacted her office and explained 
our problem. She assurred me she would help and support us. Hary Ann 

Year 0 f°?E ?h4iH t08 S thC J f °f US ; ThiS * aS ' 979 Tne^nTernluSal ^ 
Year of the Child. One day looking through the mail I saw an enevelhm, 
with a return address belonging to Governor R?ch£d Thor^burgh? the P 
Governor of the stat of Pa. Ins ide was an invitation to the 
International Vear of the Child Press Conference to be held in 
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child was to .support tho bill initated by State Rep. Arty , this 
would give the ventilator assisted in the state of Pa a line item 
in the budget. I was right Mary Anr had be*n aole to h«lp. 
One problem was solved but another one appeared. How was the money 
going to be distributed. Everyone seemed* to have different opMcno 
Our parents *roup also had their opinion. I made several trips to 
Srrisburg-and I attended several meetings at Children's Hospital. 
Finally we all agreed that Br. Kettrick would oversee our Program. 
I also insisted that the majority of the money be used for patient 
care. The place were the money was needed most. The Ventilator 
Dependent Children 1 * Home Program in the state of Pa. was formed. 
This program is used as a National Model Program. 

Meanwhile Judy was beginning to be our happy little girl f . 
The twinkle was back in her eve, the smile was back on her face, i 
she was improving by leaps and bounds. We were now able to have 
hour a day medicSl Management for Judy and we had a complete educational 
program for her at home consisting of a special education teacher* 
a physical therapist, and a speech therapist.Our scrawn little girl 
who weighted 12 pounds and could not tolerate even * sU ;ngtn skin 
milk upon discharge from the hospital was becoming a chubby * n g«* 
face little girl. I am not saying every thing ran smoothly at home 
in fact we have Murphy's law hanging on our Trail which says if anything 
can go wrong it will and on most days it did. 

In 1,82 with the increasing number of children wanting to come home 
the funds from the Ventilator program could not be stretched far enough. 
Because Judy's insurance had ran out we had to depend entirely on the 
orocram for Judy's funding. The dollar sign once again became more 
important than the care of the children. It was time to onct again start 
lobbying. Because I had laid the ground work five years ago, I was able 
to go to Secretary of Health and Human Resources Schweiker and through 
him apply for a deeming waiver for Judy. Beeves Judy was the f<rst person 
in the stae of Pa. to have the waiver the state agencies did not know 
to handle it. It was sent from agency to agency and the letters *™ 
the calls began again. Eventually we received SI. 00 per month from SSI. 
This entitled Judy to medical card. Hy calls begrn to Harrisburg to 
determine exactely what medical assistance would provide. On Judy s 
ninth birthday »e received the beet present of all, medical assistance 
had a G rced to yyy for 16 houis a day of nursing for Judy. The supplies 
not paid for by medical assistance would be paid for b} the ventilator 
program. 
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These people all loved and cared for Judy as auch as we did* 
Through Judy's life and death we have paved the way for many other 
children who survival depends on medical technology to enjoy 
home care. Pennsylvania holds the history and foundation for hone 
care. It is stories like Judy's that support this foundation. 
Because of the Ventilator Assisted Children's Hone Progrr.c and 
because of the policy changes that hive occurred and through our 
r.chieveoent in educating the cooaunity to the awareness and acceptance 
of hone care, A family no longer is told hone care is impossible. 
We have been successful in bringing about the realization of the 

importance of home care to the growth and the development of the 
child and tho family. We Bust reaeaber that the family can not do 
it alone they need the love, sharing, and giving of one another 
to bond us together to make aplace for this new generation of children 
created by msdlcal technology. 



Betty Hingel 
director SKIP of Pa. 
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(Plemxn Publishing Corporation, 1984) 



HOME CARE FOR THE CHILD WITH CANCER 



Ida M. Martinson, Ph.D., Mark Nesbit, M.D., 
and Tohn Kersey, M.D. 

University of Minnesota 

Minneapolis, Minnesota 



The purpose of our study, "Home Care for the Child with Cancer", 
was to examine the feasibility and desirability of a hone care 
alternative to hospitalization for children dying of cancer. Hone 
care was defined as "the delivery of services, nurse-directed with 
physicians and other health care professionals as consultants, to 
enable parents to give comfort and care as required by a child at 
the end stage of life." 

A pilot study was done from 1972 to 1975 in which hone care was 
offered to eight families. In five families, the child did die at 
home. Based on this nonfunded pilot study, a federal grant proposal 
was submitted to the National Cancer Institute, Department of Health* 
Education and Welfare, and the project was funded in 1976. There 
were two research phases during the four years of the study. For 
the first two years, the grant provided staff who directed the 
nursing care of children with cancer at the end stage of life. 
During this time, collaborative arrangements were being developed 
with public health nursing and three hospital/clinic-based insti- 
tutions. The grant staff organized and provided the actual care, 
and collected data on this care. During the third year, the co- 
ordination of the care, both directly and indirectly, was essentially 
turned over to three already existing health care organizations and 
to the public health nurses utilized by these institutions. In the 
fourth year, the grant staff then devoted their full attention to 
the question of the desirability of home care, and to the observation 
of what was Happening in the three institutions. This was done to 
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help answer questions regarding the feasibility of the institution- 
alization of this home care alternative* 

The criteria for referral of terminal cancer patients to the 
study included the following: (1) the patient was 17 years of age 
° r yo ^ nger; W the patient had some form of cancer and was ex- 
pected to die fairly soon as a consequence; and, (3) no procedures 
requiring inpatient hospitalization were planned. Whether the child 
met both the second and the third criteria were determined by the 
child* 8 pediatric oncologist. 

The services available for the family were as follows: 

1. The nurse would be on call 24 hours a day, aeven days a 
week. 

2. The nurse would be available to help the family members , 
who were the primary care givers dealing with problems that 
might arise, 

3. The nurse was available to make home visits whenever and 
wherever the family desired such contact, 

4. The option of the child returning to the hospital was al- 
ways open. 

5. The child's physician could be called at any time. 

During thj first two years, 64 children were referred to the 
project; of those, 58 died. Sources of referrals for these 58 
children were as follows: More than 50Z were from the University 
of Minnesota; St. Louis Park Medical Center in Surburban Minneapolis 
provided the next argest number; and 15 children were referred 
from eight other hospitals. A total of 23 physicians were involved: 
Fourteen from the University of Minnesota, two from pediatric 
oncologists at St. Louis Park Medical Center, and, seven other 
physicians representing eight other hospitals. 

The places of death for the 58 children were as follows: 
Forty-six (79Z) at home, twelve (21Z) in the hospital, with one of 
these children dying in a hospital in Mexico, and one child dying 
in an ambulance while returning to the hospital. 

The range of ages of the children who died at home was one 
month to 17. years, with the largest number (13) being in the age 
range of 15 to 17. The ages of children with cancer who died in 
the hospital ranged from 3 to 17 years. The data suggests that 
the age of the child is not a significant factor in determining the 
feasibility of heme care. 
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The period of time from diagnosis to death for the children 
with cancer ranged from leas than three months to over nine years. 
The length of home care to death varied: Fifteen families were in- 
volved with home care for less than one week; four families, 1-2 
weeks; seven families, 3-4 weeks; sixteen families, 1-3 months; and 
four families, over 3 months. 

The direct professional nurse involvement for the 46 children 
who died at home was an average of 13.8 home visits, with a range 
from 1 to 110. The total number of professional nurse home visits 
for the 46 families, who had a child die at home, was 634 visits. 
A nurse spent a mean of 31.5 hours per family (range of 1 to 305.6). 
This home contact was supplemented by telephone calls. These 
ranged from one family who made no phone calls to the nurse, to 
another family who made 101. The mean number of calls per family 
was 22.7. Duration of telephone time during home care averaged 
4.1 hours per family, with a range from 1 to 23.5. 

Families who participated in our project resided in both urban 
and rural areas throughout Minnesota, North Dakota, and Wisconsin. 
Using the Hollingshead Two-Factor Index of Social Position 
(Hollingshead, 1958), we classified the families of the children 
who died at home frcm highest through lowest category 1-5, re- 
spectively. Forty-eight percent were the two lowest categories, 
while 22% were in the two highest categories. 

There were 107 siblings in the families of the 46 children 
who died at home. Seventeen were between one and five years of 
age, the largest number of siblings were between the ages of six 
and ten years of age. In five families, the dying child was the 
only child; in another five, there were nine siblings in the family. 

Parental status is also of interest. Fifty- four families were 
two-parent families and in four there was only one parent in the 
home. Three of these families were mother-only, and one was a 
father-only family. In the four single parent families, three of 
the children died at home, including the one headed by the father. 

The place of death in the home for 31 of the 46 children was 
in the living/family room, essentially the center of family 
activity. The majority of the children wanted to be involved by 
seeing and hearing what other family members were doing. These 
children wanted to be near the family. 

There were 58 nurses who worked with the families: twenty-four 
were hospital based; twenty-two were involved in public health 
nursing agencies; two were nurses on the grant staff; five were 
unemployed; and five were in related areas suc.i as school nursing. 
We looked at the number of families cared for by these nurses and 
found that 13 families were assisted by a hospital nurse, either 
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from the referring Institution or from a local hospital. Eighteen 
of the families were assisted by a public health nurse, six by the 
home care staff nurses, seven by unemployed nurses, end four by 
other nurses. 



A few of the failllie8 tod two co-primary nurses; three families 
had two hospital nurses; one had two public health nurses; and six 
had a combination of a hospital nurse and a public health nurse. We 
noted that less consultation with the project staff was required 
with the combination hospital nurse and public health nurse team. 
The hospital nurse was able to handle the emergency-type questions, 
and the public health nurse was able to handle situations requiring 
knowledge of local resources. An interesting observation that has 
evolved from this is the need for more nur*ea to "nurse-network*. 

The age of the home care primary nurses ranged from 23 to 63 
years. The experience ranged from one to 44 years since they had 
become registered nurses (RNs). Seven of the nurses had Hester's 
degrees, 29 were baccalaureate nurses, four were nonregistered 
nurses, and the balance had hospital diplomas. The four nonregis- 
tered nurses included three licensed practical nurses and one 
student nurse. 



The number of physician home visits through the time of death 
and immediately after the death of the child for the 58 families 
were as follows: Forty-four of the families did not have a physician 
visit at home, nine of the families had one physician visit; one 
family had two physician visits; two families had four physician 
visits; and one family had 17 home visits, including twelve visits 
by a psychiatrist. 

Home visits by other health care professionals for the 58 
families included; a laboratory technician who made one visit to 
three families and two visits to one family, an X-ray technician 
who made a visit to one family, an occupational/recreational thera- 
pist who made one visit to one family, a chiropractor who made seven 
visits to one family, a Home Health Aide who made one visit to one 
family and 43 to another, and a homemaker who visited one family 
16 times. 



Although no social worker made a home visit during the time of 
home care, data indicates social work involvement before referral 
to the home care project as well as with family following the death 
of the child. The reason for no home visit by social workers during 
home care was tn*»w families who were involved with a social 
worker lived away from the medical center, and ther*j were no social 
workers available locally. 

With regard to the cost effectiveness of home care, we looked 
at cost figures as requested by insurance companies. For 46 
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children who died at home and on whom we had data, the duration of 
final care days at home was a mean of 38.9 days with a cost esti- 
mate of $1,218, a median of 20.5 daya with a coat eatimate of $705. 
This cost estimate is based on the cost of nursing services at the 
rate of $10. a day to be on call 24 hours a day and for telephone 
consultation, $45. per home visit, and $10. for a clinic visit. In 
discussions with insurance companies, they urged us to use a com- 
parison group. The first group we utilized was a group of 22 
children who had died at the University of Minnesota Hospital prior 
to 1976 and before our project was funded. The 22 children who died 
of cancer at the University of Minnesota Hospital had a mean duration 
of final care of 29*4 days, with a cost estimate of $5,880. based 
on the cost of nursing service and room and board at the rate of 
$200. per day. The median was 21.5 days, with a cost estimate of 
$4,300. 

We have recently updated these cost figures . We have estimated 
a daily cost of home care per child at $51.79 which includea $40.04 
per day for nursing care, based on $35. for the first hour of a 
visit and $10. for each additional half hour; $3.57 for room furn- 
ishings; $3.49 Cor equipment; $2.99 for supplies; $2.54 for medica- 
tions; and, laboratory tests accounted for $0.14 per day. No cost 
was included for room and board because the family provided this. 
Constrasting the cost per day for a child who died in the hospital 
while receiving comfort care only was $279.91. This included $158.09 
for nursing care, room, and board? $27.69 for supplies and equipment; 
$12.94 for medications; and, $81.19 for laboratory tests. The 
hospital based costs are thus about five times more than the home 
based costs. 

The approach to assessing the results of home care have been 
guided by considerations of feasibility and desirability. Feasi- 
bility and desirability are not easily separated. Before something 
can be adjudged "desirable", it must first be demonstrably feasible. 
In that sense, both desirability and feasibility can be thought of 
as lying on the same continuum, with feasibility at a lower or more 
basic level, and desirability at a higher level. Thus, some 
"threshold" level of feasibility must be achieved before an assess- 
ment of desirability can take place. For some distance along the 
continuum Immediately after this threshold level, it is very diffi- 
cult to distinguish between desirability and feasibility. In a pure 
sense, the process is feasible. However, if that process ia much 
more costly (in monetary or other terms) than existing alternatives, 
some would argue that the process is not feasible while others would 
couch that argument in terms of (non)desirability. If there are no 
Immediate and obvious concerns about its "feasibility", the assess- 
ment can move to a higher level where an assessment of the desira- 
bility of the process becomes the focus. 

The second consideration derives from the need to operationa- 
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lize the distinction discussed above. Because the process of home 
care was at a very early st^e of development at the beginning of 
tne project, the first concern was to demonstrate the feasibility 
of the process at the basic threshold level. We believe the 
study has demonstrated the basic feasibility beyond debate. The 
next level of assessment is the focus of the second part of this 
paper , 

The effort in this area has been directed to determining 
whether or not there are Important negative consequences to home 
care for the family, the professionals or others involved in the 
care of the dying child. Because the project has been concerned 

r^?"* J he 5°2 e care oodel 1x1 P»«ice and with assessing 
these basic levels of feasibility and desirability, the study design 
had not included statistically relevant control groups or random 
assignment of cases to various levels of care. Rather, the approach 
has been one of ruling out negative consequences of home care. At 
a somewhat higher level on the feasibility-desirability continuum, 
basic positive consequences of home care are also discussed. 
However, questions related to the highest order of desirability, 
particularly in contrast to other modes of care, remain to be 
answered in other study designs. 

The intent of Phase One of the project was to develop and put 
into practice a model for home care of children dying of cancer. 
In Phase Two, the intent was to move the provision of that care 
from the research project to the community, to institutionalize 
home care in existing health care delivery organizations. 

Place of Death 

The first result of home care is the place of the child's 
death. Because home care was intended to permit families to care 
for their children at home through death, the proportion of children 
who received home care but died in hospital could be an indicator of 
the degree to which the model worked. In Phase One, 12 (20%) of 
tne 58 children who received home care died in hospital or en route 
to hospital; four (22%) of the 18 Phase two children died in 
hospital. Thus, about one-fifth of the children who entered home 
T e ^ Urned C ° a hos P ital to die. The following sections discuss 
the differences between home care cases where the child died at 
home and tnose in which the child died in hospital. 

Differences in Pers onal and Family Characteristics 

.. 1 . There were no differences between Phase One families whose 
children died at home and those whose children died in hospital in 
terms of religion, family size, socioeconomic status, rural-urban 
residence, gender of child, or child's order of birth in the family. 
In sum, there is no relationship between place of death and any of 
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the personal and family characteristics measured. 

n<ff»r »„,■■->,, In Diagnoses and Physical rendition of Children 

Table I shows that there are fev differences in oiagnoses be- 
tween children who died at home and those who died in hospital. The 
only diagnosis where there are more hospital deaths is the lymphoma 
category. However, since there are only very few cases involved, 
no significance test could be done. 



Table 1 

Diagnoses of 58 Children who Received Home. Care and Died During 
Phase One Home Death versus Hospital Death 





Children who Died 


Children who Died 




at Horse 


at Hospital 


Diagnosis 


Number Percent 


Number Percent 



Leukemia 
ALL 
AML 
Other 
Lymphoma 
Burkitts 
Undiffer. 
Histiocytic 
Hodgkins 
Neuroblastoma 
Central Nervous System 
Medulloblas. 
Astrocytoma 
Brain stem glioma 
Bone 

Ewings 8&rcoma 
Osteogenic sarcoma 
Other 

Ependymoma 
Malignant histiocy- 
tosis 
Malignant teratoma 
Bnbryonal cell car- 

cincua 
Rhabdomyosarcoma 
Hepatoblastoma 

Total 



8 


17.4 


4 


33.3 


6 


13.0 


1 


8.3 


5 


10.9 


0 




3 


6.5 


0 




1 


2.2 


1 


8.3 


0 




1 


8.3 


0 




1 


8.3 


4 


8.7 


3 


8.3 


2 


4.3 


1 


8.3 


3 


6.5 


1 


8.3 


2 


4.3 


0 




4 


8.7 


0 




2 


4.3 


0 




2 


4.3 


0 




1 


2.2 


0 




1 


2.2 


0 




1 


2.2 


0 




1 


2.2 


0 




0 




1 


8.3 


46 


100.0 


12 


100.0 
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Table II 

Comparison of: Physical Symptoms of Children who Received 
Home Care and Died during Phase One with Children 
Dying in the Hospital 



Children who Died 
at Home 



Children who Died 
at Hospital 



Symptom 


Number 


* 

Percent 


Number 


4 

Percent 






\oi HQ) 




(of 12) 


Difficulty breathing 


32 


69.6 


4 


33.3 


Difficulty drinking 


32 


69.6 


4 


33.3 


HA*, x mult y eating 


35 


76,1 


1 


8.3 


Bleeding 


20 


43.5 


4 


33.3 


Mild 


( 5) 


(10.9) 


(0) 




Moderate 


(13) 


(28.3) 


(3) 


(25.0) 


Severe 


( 2) 


( 4.3) 


(1) 


( 8.3) 


Vomiting 


19 


41.3 


4 


33.3 


Seizures 


13 


28.3 


2 


16.7 


Tumors, external 


11 


23.9 


0 




Decubitus ulcere 


7 


15.2 


1 


8.3 


Diarrhea 


7 


15.2 


1 


8.3 


Abscess 


4 


8.7 


2 


16.7 



Children generally had more than one symptom, hence the percent 
will total more than 100. 



Beyond the global designation of the child's diagnosis, one 
could anticipate that there may be certain aspects of the child's 
physical condition that would make hospital readmission more likely. 
However, Table II shows ^at only two of the 12 recorded aymptoms 
occurred with a greater proportion among children who died in 
hospital than among those who died at home— severe bleeding and 
abcesses occurred with a somewhat higher proportion among home care 
children who died in hospital. While these occurrences involved a 
total of only three children, in each case interviews with the 
parents indicated that the occurrences of the symptom was highly 
related to the parents' decision to return the child to hospital 
where the children subsequently died. It should be noted, however, 
that in two of these three itutances, there was parental dis- 
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satisfaction with nursing cere. However* these saaie symptoms also 
occurred in home care children who were not readmitted and who re- 
mained at hone through death* Thus, while some families were more 
comfortable in re-hospitalizing children with abscesses or severe 
bleeding, others chose to keep children with those symptoms at borne. 
There is, therefore, no evidence to suggest that home care is 
necessarily inappropriate for children with certain symptoms. On 
the other hand, it is probable that the occurrence of certain symp- 
toms in the absence of Immediate support may lead some parents to 
readmit their dying child to the hospital. 

Differences in the physical condition of children receiving 
home care were assessed at the time of admission to home care, at 
one week prior to death, and at six hours prior to death. These 
periods were chosen to provide an overall description of the children 
as well as a vehicle for comparison of nursing services required and 
the difficulties encountered by parents. 

Information describing the physical condition of each child was 
abstracted for the three selected periods. While some nurses gave 
less complete descriptions than others, and the time periods in 
question were not always observed because of the short duration of 
home care, descriptions of physical condition at time of admission 

Table III 

Ratings of Physical Conditions of 46 Children who Died at Home 
During Phase One of Home Care 



One Veek One Veck 
Prior to Prior to 
Admission Death Death 



Total number of children 




46 




46 




46 


Total with complete 
information 




45 




30 




46 


Total with agreement of 
at least two raters 


45 

100X of 45 


30 

100Z of 30 


46 

100X 46 


Ratings for each time 
period: 

A 


6 


13Z 


1 


21 




0 


B 


35 


78Z 


24 


80* 


7 


5% 


C 


4 


9% 


5 


17% 


30 


65Z 


Total 


45 


100X 


30 


100X 


46 


100X 
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were done on 75 (99X) of the 76 children who received home cere and 
died during Phases One and Two. As shown in Table III, information 
for the period six hours prior to death was available on 68 (90Z) of 
the children, while information for the period one week prior to 
death was available in only 47 (62X) of the children. The absence 
of this da a is in great part because many of these cases entered 
home care less than six days before the child died. 

Three cards were prepared for each child; each card was 
identified with a code number, including the child's age and desig- 
nation by time period as Card I (admission), Card II (oae week prior 
to death), and Card III (six hours prior to death). If the chart did 
not contain a description of the child at the time period in ques- 
tion, the card was marked "no information available. 1 ' Thus, 228 
cards were prepared— three cards for each of 76 children. 

Research staff examined several existing scaling techniques, 
including an adaptation of the Karnofsky scale (1953), Eastern 
Cooperative Oncology Group (ECOG) scale (CHOP Newsletter, 1978), and 
Host Performance scale (CROP Newsletter, 1978) to determine their 
applicability to this study. However, no existing instrument was 
appropriate for describing the physical condition of children varying 
from one month to 17 years of age who were dying. As a result, a 
scale specifically adapted to these children was developed. Drawing 
from the existing instruments, this scale considers physical char- 
acteristics and psychosocial aspects that might occur in these 
children. Because the intent was to characterize the condition of 
these children in broad terms, three classifications were developed: 

A. Attending school: ambulatory , responsive and interacts 
well, sleeping well, age appropriate skills and good 
intake and output. 

B. Unable to attend school: ambulatory with help or bedridden, 
responsive and interacting some of the time, needs assist- 
ance with sleeping, control of symptoms and activities, 
and some interferences with intake and output. 

C. Bedridden: not responsive and not interacting, requires 
special care and assistance with any activity, very limited 
or no eating or drinking, and diminished or no output. 

As intended, progression from A to B or B to C includes in- 
creasing severity of symptoms, advancing physical disability, in- 
creasing need for assistance, and decreasing communication by the 
child. Thus, a child with a rating of "C" was more severely 
affected by his illness than a child with a rating of "A" or "B" 
and probably required more care. Descriptions of "B" and "C" would 
describe most hospitalized teiminally ill children. 

Three nurses independently assigned ratings of "A", "B", H C M 



228 



224 



IDA M. MARTINSON, MARK NESBPT, AND JOHN KERSEY 1 87 

or "Insufficient Information" to each of the 228 cards. All three 
nurses had extensive experience in pediatric nursing; two had com-* 
pleted post-master's course work in family social studies and the 
third was a doctoral candidate in hospital and health care admin- 
istration. The raters were unaware of the histories of the children 
and did not know whether they died at home or in the hospital* The 
raters were Instructed to view each card from the perspective of a 
public health nurse visiting a child in the home* They were in- 
structed to assess the child's condition for a research study, rating 
the child as either "A", "B", or "0". 

An example of the narrative Included in the cards as follows: 
Saaple Card II. Age six months. 

The child is sitting on her mother's lap* She is 
whispering at times. The mother states the child is 
taking a limited amount of fruit juices* She is consti- 
pated. She was very restless during the night and voided 
once . She dozes at short Intervals but appears to respond 
to her mother's voice. 

All three raters independently agreed ona T rating for this card* 

Table IV 



Ratings of Physical Conditions of 12 Children who Died in 
Hospital During Phase One of Home Care 





Admission 


One Week 
Prior to 
Death 


Six Hours 
Prior to 
Death 


Total number of children 


12 


12 


12 


Total with complete 
informatioi 


12 


7 


7 


Total with agreement of 
at least twc raters 


12 

100% of 12 


7 

100% of 7 


8 

100% of 8 


Rating 8 for each tine 
period: 

A 


2 7% 


0 


0 


5 


10 83Z 


6 86% 


2 25% 


C 


0 


14% 


6 75% 


Total 


2 100Z 


7 100% 


8 100% 
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Tables in aai IV separate the ratings of physical conditions 
for the 46 Phase One children vho died at home and the 12 who died 
in the hospital. Comparison of Tables III and IV shows almost no 
difference in the ratings of physical conditions between children 
who died at hone and those who died in hospital. This finding 
suggests that the 12 children who died in the hospital did not ex- 
hibit any increased physical disability or severity of symptoms as 
coapared with the 46 children who died at home. It is probable 
t ^ t children vbo died ^ the hospital were not more severely 
affected by their disease than were the children who died at home. 

Differences in Home Care Services 

Various aspects of the home care received by children who died 
at home and in hospital wwe examined to assess whether they were 
related to the place of the child's death. The length of time in 
home care shows nc aajor differences between the two groups. Fifty- 
eight percent of the children who died in the hospital and 48X of 
those who died at home received home care for a number of davs which 
falls below the median for the combined group of 58 cases. However, 
there is some evidence to suggest that children who died at home 
received a more intensive level of care than those who died in the 
hospital. Table V shows that the 46 children who died at home re- 
ceived more home visits from home care nurses than did the 12 
children who died in hospital. The relationship between dying at 
home and rate of home visits is significant at the .02 level (Mann- 
Whitney U). Table VI shows a similar difference in the rate of 
telephone calls to the family by home care nurses which, however, is 
not statistically significant. 

A similar difference exists in the medications received by home 
care children. Table VII shows the number of medications used at 
home during home care by children who died at home and by those who 
died in hospital. There is a significant relationship at the .05 
level between place of death and use of medications. 

Table v 

Rate of Nurse Home Visits Per Day of Horae Care During Phase One 

Rate for 46 Children Rate for 12 Children 
"ho » ied at Home Who Died in Hospital 



Median ^42 21 

Ran « e 0.06 - 3.0 .03 - 67 

Mann-Whitney U - 381.5; 2 " 2.02; £ - .022 (one-tailed) 
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Table VI 

Rate of Telephone Calls Per Day of Hove Care During Phase One 



189 



Rate for 4b Children 
Who Died at Hove 



Rate for 12 Children 
Who Died in Hospital 



Median .61 .50 

Range 0 - 3.67 .07 - 3.0 

Mann-Whitney U - 317.5; 8 - .80; £ - .21 (one tailed) 



Table VII 

Number of Medications Used at Hove During Hone Care of 
58 Children Who Died During Phase One 



Number of 
Medications 



Children Who Died 
at Home 



Number 



Percent 



Children Who Died 
in the Hospital 



Number 



Percent 



0 




0 




1 


8.3 


1 




4 


8.7 


1 


8.3 


2 




6 


13.0 


3 


25.0 


3 




6 


13.0 


0 




4 




5 


10.9 


2 


16.7 


5 




7 


15.2 


3 


25.0 


6 




3 


6.5 


2 


16.7 


7 




4 


8.7 


0 




8 




3 


6.5 


0 




9 




1 


2.2 


0 




10 




3 


6.5 


0 




11 




2 


4.3 


0 




12 




2 


4.3 


0 






Total 


46 


99.8 


12 


100.0 



Mann-Whitney U - 359.5; Z - 1.60; £ <.05 (one-tailed) 
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Table VIII 

Types of Medications Used at Home for Pain Control 
During Home Care In Phase One 



Children Who Died 
at Home 



Children Who Died 
*n the Hospital 



Number 


Percent 


Number 


Percent 


Narcotic Analgesic 


37 


80 


5 


42 


Antianxiety Medic a 










tions 


35 


76 


6 


50 


Nonnarcotic Analgesics 


36 


35 


5 


42 


None of the above 


0 




1 


8 



Table VIII shows that home care children who died at home were more 
likely to receive narcotic analgesics and antianxiety medications 
for pain control than were home care children who died in hospital. 
The frequency of use of nonnarcotic analgesics was about the same 
in the two groups and the only children who did not receive pair 
medication at home died in the hospital. Table IX shows this 
relationship also holds true for medications other than those used 
for pain control. In most of the medication categories shown in 
Table IX, children who died at home were at least as likely as 
children who died in the hospital to receive medications. "Anti- 
biotics is the only category in Table IX in which children who 
died in the hospital were much more likely to receive the medication. 

Tables X and XI show that the difference in "intensity" of 
service betveen children who died at home and those who died in the 
hospital also holds in che areas of supplies and equipment. Child- 
ren who died at home used or had available more supplies and 
equipment than children who died in the hospital. 

These data (Table IX - XI) on the "intensity" of home care 
services clearly show a difference between Phase One home care 
children who died at home and those who died in the hospital. 
However, that difference i 8 not in the direction one might hypo- 
thesize in trying to determine why some children were readmitted. 
While one might anticipate that the children who required more in- 
tensive home care would be more likely to return to the hospital, 
these data suggest exactly the opposite— children who received more 
intensive home care were more likely to die at home. This finding 
suggests an alternative explanation that parents of children who 
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Table IX 

types of Medications Used for Symptom Control, Other than Pain, 
at Home During Horn. Care in Phase One 



Children Who Died Children Who Died 

at Hone in the Hospital 



Medication 


Number 


Percent 
(of 46) 


Number 


Percent 
(of 12) 


Corticosteroids 


16 


34.8 


2 


16.7 


Laxative /enema/ 
8 tool softener 


15 


32.6 


2 


16.7 


Antiemetic 


10 


21.7 


3 


25.0 


Antibiotic 


3 


6.3 


4 


25.0 


Sleep- inducing 


8 


17.4 


0 




Cough medicines 


5 


10.9 


0 




Antiallergy 


4 


8.7 


0 




Antihistamine 


3 


6.5 


0 




Antacid 


2 


4.3 


1 


8.3 


Antifungal 


2 


4.3 


i 


8.3 


Vitamin 


2 


4.3 


1 


8.3 


Antiseizure 


2 


4.3 


0 




Eye lubricant 


2 


4.3 


0 




Antidiarrheal 


2 


4.3 


0 




Diuretic 


1 


2.2 


0 





died at home were more committed to and more involved in home care, 
and thus developed and provided a more intensive type of care, fhan 
parents of children who died in hospital. In summary, there 
appears to be a strong indication in Phase One that families who 
mounted more intensive home care efforts vere more likely to have 
their children die at hcote. 

Information from interviews with parents after the child's 
death suggests that decisions to return the child to the hospital 
were hardly ev<jr related to the process of home care. Table XII 
shows a summary of the reasons parents gave us as to why they 
decided to readmit their child to the hospital. It is clear that 
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Table X 

Various Room Furnishing and Equipment Used During 
Home Care In Phase One 



Children Who Died 
at Home 



Children Who Died 
In the Hospital 



dumber 


Percent 


Number 


Percent 




(of 46) 




(of 12) 


26 


57 


0 


_ 


14 


30 


5 


42 


8 


17 


2 


17 


7 


15 


1 


8 


6 


13 


1 


9 


4 


9 


1 


8 


3 


7 


0 




2 


4 


0 


- 


1 


2 


0 




1 


2 


0 




27 


59 


5 


42 


7 


15 


1 


8 


5 


11 


0 




5 


11 


0 




5 


11 


0 




4 


9 


0 




3 




0 




2 


4 


0 




0 




1 


8 


0 




2 


17 



Room Furnishing: 

Urinal/bedpan/ 

commode 
Wheelchair 
Overbed/bedside 

table 
Hospital bed 
Emesis basin 
Hospital gown 
IV standard 
Bathtub safety 

equipment 
Walker 
Stretcher 

Equipment: 

Antipressure devices 
Suction machine and 

apparatus 
Oxygen and apparatus 
Humidifier 
Blood pressure 

equipment 
IV fluids Mid 

apparatus 
Feeding tubes and food 
Hot water bottle 
Neck support 
Whirlpool/Bitz bath 
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Table XI 

Medical Supplies Used During Home Care in Phase One 





Children Who Died 
at Home 


Children Who Died 
in the Hospital 




Number 


Percent 
(of 46) 


Number 


Percent 
(of 12) 


Incontinence pads 


30 


65 


5 


42 


Dressings 


21 


46 


3 


25 


Syr inges/need les/ swab s 


12 


26 


2 


17 


Mouth care swabs 


9 


20 


0 




Urinary drainage equip- 
ment and supplies 


7 


15 


1 


8 


Gloves 


5 


11 


2 


17 


Antiseptics 


5 


11 


2 


17 


Enema supplier 


4 


9 


0 




Masks 


1 


2 


0 




Tongue blades 


0 




1 


8 



multiple factor 8 entered into each family v s decision* However, 
these reasons can be grouped into several major categories* One 
major category includes such personal reasons: n I couldn't go past 
the room if he died in there"; "I didn't think it was any good for 
his sitter"; and. "I was afraid her sisters would never want to 
sleep in their room again." (families 1-4). Another category 
includes reasons suggesting that the mother, as primary caregiver, 
felt anxious, overburdened and exhausted and had become sufficiently 
comfortable in the hospital to utilise the hospital facilities to 
aid her in caring for the child (families 5-7). Medical problems 
such as sudden and acute pain, respiratory distress, and status 
epilepticus constituted a third category (families 8-10). The 
family that wished their child to receive Laetrile treatment in a 
hospital did not readily accept nursing visits and had apparently 
planned a Mexican hospital admission prior to the nurse's first home 
visit. In addition, families 4 and 8 did not feel they had adequate 
nursing services. 

The delivery of home care services was the major reason cited 
by a parent in three .cases. In one instance, the parent felt that 
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Table XII 

Reasons for Return to the Hospital for 12 Children who Received 
Home Care During Phase One and Who Died in Hospital 



Faall y Reason ( s) for Re turn of Child to Hospital 

1 Father and siblings did not want child to die at home; 
died in ambulance en route to hospital. 

2 Child requested return home. Mother told physician and 
nurse that she didn't want child to die at home. Parent* 
felt that some medical treatment might still help. 

3 Child and parents sought readmission to control sudden, 
severe pain. Kom also related inadequate rest, fear of 
the death event, and fear the siblings wouldn f t be able 
to use their room again if child died in it. 

A Mother said she planned on rehospitalization whe^ child 

dying. Pelt overburdened at home and more secure in 
hospital. Mother felt the nurae did not offer enough 
assistance with physical care. 

5 Mother felt anxious, exhausted, overburdened, that home 
care was too much responsibility for her. 

6 Mom anxious, exhausted, concerned that ahecouldn f t help 
quickly enough. Father felt that the child f s presence in 
home was not good for siblings, nor himself. 

7 Mother felt anxious, overburdened and alone in caring for 
child at home, felt more secure in hospital. Could sleep 
at night knowing that nurses were responsible. Physician 
seen as encouraging hospitalization. 

8 Child developed respiratory distress. Child requested 
return to hospital. Family unable to reach nurse and 
felt lack of support from nurse. 

9 Child developed pain, requested return to hospital to 
establish pain control and to stay overnight. Died before 
discharge. Mother later reported fear of what death 
would look like. 

10 Mother planned death at home, child readmitted for trans- 
fusion when rectal bleeding began. Mother felt poor 
physician support prevented death at home. 

11 Father not accepting 0 f death and cessation of chemo- 
therapy. Family went to Mexico for Laetrile. 
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Family Reason(s) for Return of Child to Hospital 



12 Rehospitalised for control of status epilepticus. Mother 

said she wouldn't be able to stand seizures at home. 



the physician failed to communicate adequately the seriousness of 
the child's situation and was not sufficiently supportive of home 
care. Insufficient nursing services vera cited by the other two 
families. In one case, the family apparently chose to return to 
the hospital when the nurse failed to respond to their telephone 
call. In the second family, the mother had always planned on re- 
turning to the hospital before the child died. 

Differences in Physician Services 

The 12 children who died in the hospital were cared for by 
eight physicians, six of whom cared for cut child, one who cared 
for two children, and one who cared for four children. The latter 
physician was involved with a total of six of the 58 cases in Phases 
One through Four, (67*) of his patients died in the hospital and two 
(33X) died at home. The physician who cared for two of the children 
who died in the hospital also provided care to four children who 
died at hone. Physician attitude was cited as a cause for return in 
only one of these cases (family number 10 In Table XII) • In none 
of the other 11 cases was this an apparent factor. 

Table XIII showo that in Phase One, there was little difference 
in the number of physician hone visits between children who died at 
home and those who died in hospitr 1 — in both groups, less than one- 
fourth of the children were visited at home by their physician. 

Table XIV shows a dif fereuce in both phases in the number of 
clinic visits between children who died at home and those who died 
in the hospital. In each phase, children who died at home were 
twice as likely as children who died in the hospital to visit their 
physician's office or clinic. A possible conclusion that might be 
drawn from Tablets XIII and XIV is that children who are hospitalised 
are seen lu the hospital by their physicians and are, thereby, much 
less likely to either need or receive home visits or clinic visits. 
Alternatively, one might conjecture that difficulties encountered 
either in transporting the child from home to the clinic or In 
encor* lging the physician to make a house call may have contributed 
to pua.ent8 f decision to readmit their child to the hospital before 
death. However , the absence of supporting data from other parts of 
this study would lead to the conclusion that return to the hospital 
was not related to availability of physician services. 
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Table XIII 



Physician Home Visits Prior to Death During Home Care in Phase One 







Children Who Died 


Children Who Died 


No. Visits 




at 


Home 


in the Hospital 




Number 


Percent 


Number 


Percent 


0 




35 


78.1 


10 


83.3 


1 




4 


8.7 


1 


8.3 


2 




3 


6.5 


1 


8.3 


3 




3 


6.5 


0 




17 




1 


2.2 


0 






Total 


46 


100.0 


12 


99.9 



We have attempted to discover whether or not the parents were 
satisfied with the home care services provided. One of the ways we 
looked at this was to have the parents rate their choice of care if 
they had to choose over again. Of the mothers and fathers, 97Z said 
they would definitely choose home care, one might choose home care, 
and one mother said she would definitely choose hospital care. Of 
the 46 families whose child died at home, there is one mother who 
said that although she cared for her child at home, she would 
definitely choose the hospital if she had to do it again. Of the 
mothers *nd fathers whose child died in the hospital after having 
home care services: six said they would definitely choose home care; 
one might, four were not aure, one might choose the hospital, and 
four par«its representing two families, would choose the hospital 
again. The same pattern was seen in the ratings by parents of 
satisfaction with home care services: 97Z were very satisfied with 
the nursing services provided and 3Z were somewhat satisfied. Of 



- ~ r — «uu wcic somewnat satisned. Of 

iV mSJ, 8 ° nd fathers of the children who died in the hospital, 
11 (79Z) were satisfied and three (21Z) were not satisfied. The 
three parents who were not satisfied represent two families who 
would definitely choose hospital care if they had to choose again. 
IL , °* * nterest to note that the two nurses who worked with these 
two families state that they would not be willing to provide home 
care services in the future. Examining these instances more 
closexy, there were several aread with these families in which 
severe communication problems existed between the parents, nur«es, 
coordinators, and physicians. 
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Table XXV 

Visits to Clinic by Children During Home Care in Phase One 



Children Who Died Children Who Died 

at Hone in the Hospital 



Visits 




Number 


Percent 


Number 


Percent 


0 




30 


65.2 


4 


33.3 


1 




8 


17.4 


4 


33.3 


2 




1 


2.2 


1 


8.3 


3 




0 




1 


8.3 


4 




1 


2.2 


1 


8.3 


5 




4 


8.7 


0 




9 




0 




0 




10 




0 




0 




14 




1 


2.2 


0 




15 




0 




1 


8.3 


19 




1 


2.2 


0 






Total 


46 


100.1 


12 


99.8 



Conclusions 



The institutions who assumed the care delivery aspects during 
the third and fourth year of the grant are the University of 
Minnesota Hospital Home Health Services Department , Minneapolis 
Children 1 8 Health Center, and St. Louis Park Medical Center* along 
with the public health nursing agencies throughout the state. The 
institutionalization of this model of health care delivery for the 
dying child has now been expanded to include children dying from 
causes other than cancer at both the University of Minnesota and 
Minneapolis Children's Health Center. 

Findings of this study suggest current practices right be 
changed with the nurse assuming more responsible and accountable 
roles than is now the usual practice, with close collaboration with 
physicians. This study challenges the requirement for a medical 
director for hospice programs, as well as the requirement for a 
multi-disciplinary team including volunteers. Direct reimbursement 
for nursing services would be essential for the cost-effectiveness 
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to be passed on to the public. Further research needs to be done 
to determine the benefits and limitations of nurse-directed health 
care systems. 
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Communication 



The Cost of Home Care for Dying Children 



D. Gay Moldow, R.N., M.S.W.,* Gordon D. Armstrong, Ph.D.,* 
William F. Henry, M.A.* and Ida M. Martinson, R.N., PH.D.f 



A comparison of costs for comfort care for the fLuJ day* of life of children 
dying of cancer at home or in a hospital is made. Depending on the comparison 
groups used, the costs for hospital care are about 22 per cent to 207 per cent 
more than for home care. Variation in comparisons depends on whether the 
home care is purely an alternative to inpatient hospitalization or representative 
of a larger concept of care that includes added services at times when the child 
would not necessarily be hospitalized. 



A research project entitled "Home 
Care for the Child with Cancer" was in- 
itiated by the University of Minnesota 
School of Nursing in 1976. 1he purpose of 
the study was to assess die feasibility and 
desirability of family-centered home care 
for children dying of cancer. One aspect of 
the feasibility and desirability of such a 
program is cost. 

Community-based home cart servi es 
have been available in the United States 
since the early 1900s' and hospital-based 
home care programs have been in exis- 
tence since 1947, when Montefiore Hospi- 
tal began its home care program in Bronx, 
New York* The model of care developed 
b> this pioject followed these traditional 
home care services closely, although hos- 
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pice concepts such as comfort care were 
widely used. 

Studies of community- and hospital- 
based home care programs for adults have 
shown that home care services are usually 
less expensive than institutional care, 
sometimes half as expensive or less expen- 
sive when compared with hospitals or 
nursing homes. 1 "* However, traditionally, 
third-party payors and governmental pay- 
ment sources, (e.g., Medicare and 
Medicaid) have had restrictive policies 
concerning home care services. 7 -* A major 
issue seems to be that third-party payors 
have continued to be concerned that home 
care will not be used as a substitute for 
institutional care, but rather as "add-on" 
health care services that will increase 
rather than decrease health care costs. The 
present report explores the cost of comfort 
care at home for children dying of cancer as 
both a substitute for inhospital care and an 
add-on service. 

The Home Care study was divided into 
two phases. During the first phase, which 
is considered here, a model of home care 
services was developed and evaluated. 



1154 



0025-7079/82/110C/U54/I01.15© J. B UppmcottCo 



9 

ERLC 



241 



Vol. XX, No 11 

That model provided comfort care for chil- 
dren in the end stage of cancer, i.e., chil- 
dren who were expected to die in the near 
future. Parents were the primary caregiv- 
ers, nurses coordinated the care, and 
physicians consulted with the family and 
nurse. Administration of the home care 
services was separate from existingnursing 
services. Home care nurses were hired on 
an hourly basis and were recruited from 
health care institutions and agencies in the 
family's community. Project staff nurses 
oriented the newly recruited home care 
nurses to the special functions they would 
serve and provided consultation through- 
out the home care period. The home care 
nurses wereon call to the families 24 hours 
a day, 7 days a week. They assisted the 
families by providing a broad range of 
services, inclu ing teaching, health as- 
sessment, ph>*ical care, and emotional 
counseling, as well as the procurement of 
medical equipment, supplies and medica- 
tion. The nurses made home visits 
whenever the families requested and main- 
tained frequent telephone contact with the 
families. Dunng this first phase, research 
funds paid for all home care costs. 

From July, 1976, through J une, 1978, 58 
families with terminally ill children par- 
ticipated in the study. During that time, «6 
(79 per cent) children dted at home, 11(18 
percent) returned to and died in the hospi- 
tal, and 1 (3 per cent) died en route bacV to 
the hospital. General descriptions of this 
research are reported elsewhere.*" 11 

Inclusion in this home care group of 58 
families was based on physician referral 
and the following criteria: l)The child was 
younger than 18 years of age; 2) Cancer 
cure-criented treatment was stopped and 
new cure-oriented treatment was not 
planned; and 3) The child *vas expected to 
die in the near future (within d ys c~ sev 
era! weeks). Although all the children who 
werr; accepted fit these criteria, the health 
status of some children improved. For in- 
stance, some children outlived their termi- 
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nal prognosis by 3 or more months, and 
some children improved sufficiently to re- 
turn to school. In 12 instances, the children 
were so stable that although a decision to 
stop cure-oriented treatment had been 
made before entry in the study, the parents 
and physician decided upon additional 
chemotherapy. Those children later 
stopped chemotherapy before death. 
These "improved" children were not re- 
moved from the study. Instead, they con- 
tinued to receive home care services dur- 
ing their periods of improved health as 
well as when their health failed later. 

Methods 

To determine the cost of this home care 
delivery service as a substitute to in- 
hospital care and an "add-on" service, sev- 
eral comparison groups were developed. It 
was necessary, first, to determine the por- 
tion of care that could be characterized as 
"final care." Therefore, to provide a basis 
for cost comparisons, operational defini- 
tions of "final care" in both home and hos- 
pital care were developed. For home care, 
the entire length of time following referral 
and acceptance into the program was re- 
garded as final care. Tor hospital care, final 
care was regarded as starting when the 
child was receiving only comfort care. 
Comfort care included pain medications 
and intravenous feedmgs. A child who 
died in the hospital while being actively 
treated for cancer would not fit the 
definition. 

^ To develop a comparison group of chil- 
dren 'vho received final care in the hospi- 
tal, a sedich w*is made of University of 
Minnesota Hospital reorur ,br the years 
1976-1973. The search revealed 12 chil- 
dren who hud died of cancer at University 
Hospital and who had received only com- 
fort care for the las* part of their final 
hospitalization. 

In theory thc-ie 12 children would have 
been eligible for home care. Why they did 
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not participate in home care is unknown, 
but there could be numerous reasons, e.g., it 
was not offered to them because of in- 
dividual differences in physician atti- 
tudes toward the (then) new home care 
alternative, home care may have been 
offered, but the parents turned it down; it 
was more convenient (although not neces- 
sarily better) to let the child remain in the 
hospital. Examination of the medical rec- 
ords of these 12 children revealed no obvi- 
ous differences in diagnosis or treatment, 
compared with the 58 children ir> *he home 
care group, other than length l me be- 
tween end of cancer cure-oriented treat- 
ment and death. Itemized hospital bills 
were available for 11 of the 12 children— 
these 11 children, the re fore, constitute the 
hospital care comparison group reported 
below (Table 1, Group A). 

Three home care comparison groups 
were developed. Group B, Table 1 was 



composed of the 46 children who died at 
home while receiving home care services. 
From Group B, a subgroup of 20 children 
who entered home care directly from inpa- 
tient hospital care was developed (Table 1, 
Group C). This subgroup was selected be- 
cause children in this home care group and 
the hospital care group described above 
were hospital inpatients at die time final 
care began. The length of home care forthe 
total group of46 children who diedat home 
was a mean of 39.1 days. Forthe subgroup 
of 20 home care children who were inpa- 
tients before entry to home care, the mean 
length was slightly shorter, i.e., 33.0 days. 

The hospital group children had re- 
ceived final care for a mean length of 8.0 
days. To match the children more closely 
on length of care, a second-comparison 
subgroup (Table 1, Group D), a subset of 
those 20 children, was composed of 1 1 chil- 
dren who were matched with the 1 1 hospi- 



Table 1. Components of Average Daily Cost* of Home and Hospital Care 



Received Final 

Care in Hospital Received Final Care at Home 





Croup A 


Croup B 


Croup C 


Croup D 


Cost Item 


(n - 11) 


(n - 46) 


(n - 20) 


(n- Jl) 


Room and board 




NA 


NA 


NA 


Nursing care 


| $15809 


$40 04 


$ 52.44 


$ 65.90 


Room Funwnings 




2 59 


2 37 


5.06 


Equipment 


j 27 69 


3.49 


4.54 


7.26 


Supplies 




2.99 


4.40 


623 


Medications 


1294 


254 


265 


4.10 


Laboratory tests 


81 19 


0 14 


0 10 


0.17 


Home care program 










coordinator 


NA 


14.46 


1528 


29.40 


Clinic visits 


NA 


0 67 


0.51 


054 


Hospitalizations 


NA 


1 48 


3.40 


0 


Pb>»ician hospital 


MOO 


NA 


NA 


NA 


Physician home 


NA 


172 


1.41 


0 


Other pert jnnel 


0 


0 21 


005 


0.08 


Other costs 


12.01 


7 17 


16 48 


29.96 


Totals 


$105 93 


$77 50 


$103 63 


$148 60 



Croup A. Hospital care — died in hospital, Croup B. Home care — died at home. Group C, Subset of Croup B 
who were inpatients before home care. Croup D, Subset of Croup C based on matching with Croup A. 

* Cost shown for each cateMO is the mean daily co*t per patient averaged across all patients within each 
comparison group 
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tal care children on the basis of the length 
of final care received. Each of the 11 chil- 
dren received final care at home for a pe- 
riod of time that matched within 2days the 
length of final care received by the 11 chil- 
dren who received their firm 1 care in the 
hospital. The mean length of final care then 
was 8.0 and 8.3 days for Group A and 
Group D, respectively. 

Results 

Table 1 shows the cost of various 
categories of items for each of the compari- 
son groups. Most of these costs (e.g., costs 
for medications) varied daily for each patient 
The mean cost for each category, therefore, 
was first alculated for each patient Then, 
to provide some combined figure for the 
cost of each category within each compari- 
son group, the mean costs for each patient 
were summed across all patients witfun 
each group and divided by the number of 
patients within that group. The use of this 
average of the average cost per item re- 
duces the effect of unusually high or low 
costs found in some instances. 

Dollar amounts used in Table 1 repre- 
sem 1977-78 cost rates calculated as fol- 
lows. Amounts used for the 11 patients who 
received final care in the hospital came 
from the patient's actual hospital bill for 
all items except physician fees, which are 
billed separately. Physician hospital fees 
were calculated at $15.00 per patient per 
day. For the home care groups the figures 
shown are estimates based on the cost of 
such goods and servict s at rates charged by 
local agencies. For actual home care pro- 
grams, various community agencies, nota- 
bly the American Cancer Society, will 
scpply some items without chajrge, e.g., a 
hospital bed in the home. The figures in 
Table 1 represent real costs if each item 
had to be paid for. 

As shown in Table 1, no cost is included 
for room and board at home, since that is a 
normal part of a child's daily expenses. 
Nursing care costs for the home care cases 



HOME CARE COSTS 

are for nurse home visits, including the 
nurses' travel time and expenses, and the 
nurses' agencies' (e.g., public health 
agency) overhead expenses (but not the 
home care coordinator expenses, which are 
listed separately). The home care nurse 
visit rate used was $35.00 for the first hour 
of a visit iad $10.00 for each additional 
hour. This is the rate used in the Minne- 
a polis -St Paul metropolitan area. 

Costs in the categories of "room furnish- 
ings," "equipment/' "supplies/' and 
"medications" are for items such as hospi- 
tal beds, over-the-bed tables, antipressure 
devices, suction machines, incontinence 
pads, dressings, and intravenous feedings. 
Reported costs re for items that were se- 
cured or dispensed, regardless of whether 
or -ot they we.c serially used or consumed 
Costs of laboratory tests are for the test 
i&elf without any special costs involved in 
drawing the test sample at home, e.g., 
sending a laboratory technician to die 
home; those other costs are included in 
"other personnel" costs as appropriate. In 
feet, laboratory tests were rare in the home 
care group, and when they did occur it was 
usually during clinic visits. Occasionally, 
children in home care would be seen in 
outpatient clinics or doctors's offices. In 
the cost calculations, the flat rate charged 
by the University of Minnesota clinics for 
such a visit was used This rate includes a 
$10.00 charge for the clinic and $12.00 
physician charge for each visit Other items 
during clinic visits, e.g., laboratory tests, 
are included in their respective categories. 

Home care program coordinator costs 
covering the nurse coordinator and over- 
head were figured at $10.00 per hour. 
Coordinator time was estimated at 1.5 
hours spent on patient referral and intake 
(for family contact and location of a home 
care nurse), 1.5 hours pf r week during the 
time of home care (for home care nurse 
education and support), and 1 hour after 
the child's death (to close the case). Con- 
tacts by either home or hospital staff with 
the family after the death of the child were 
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not included in the cost figures for either 
home or hospital care because these costs 
are usually not reimbursable. 

Three of the 46 children who died at 
home were hospitalized briefly and then 
discharged during the period of home care. 
For consistency of comparison, the cost for 
their brief hospitalizations (including all 
items involved) was calculated at the same 
general rate that was used for the hospital 
care group, i.e., $305.93 per day. Because 
these hospitalizations were brief and be- 
cause the return to home care was antici- 
pated in all cases, home care arrangements 
were left in place during the hospitaliza- 
tion. In - sense, these children had over- 
lapping care for a brief period, which the 
costs in Table 1 reflect. 

Physician visits to the home during 
home care were infrequent. Because there 
were no data available on the charges made 
for these visits, it was necessary to use es- 
timate d costs. Considerable discussion 
with various physicians and third-party 
reimbu rsers suggested that a cost of $75.00 
per visit was a reasonable estimate. Many 
will find this estimate excessively high or 
low. This debate, however, is of minor im- 
portance in t is study because the cost of 
physician home visits is such a small com- 
ponent of the overall cost of home care in 
this model, as can be seen when converted 
to the average of each patient's average 
daily cost. 

"Other personnel" costs for home care 
included the occasional home use of indi- 
viduals, such as laboratory technicians, 
physical therapists, or home health aides. 
"Other costs" m the hospital included 
sundry miscellaneous items, for home care 
the "other costs" chiefly were ambulance 
transportation. 

It can be seen in Table 1 that the daily 
cost of home care is about half that of the 
daily cost of hospital care, when comparing 
the hospital group (A) with the home care 
group <D) most closely matched on length 
of final care. The largest differences ap- 
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p*ared in the costs for equipment, 
supplies, medications, and laboratory tests. 
Equipment and supplies were twice and 
medications over three times as cosdy for 
those In the hospital group. Laboratory tests 
represented 27 per cent of the daily cost of 
final care in the hospital, whereas those 
charges were negligible in home care. For 
longer duration of home care, i.e., the other 
two home care groups (B fie C), the daily 
cost of home care relative to hospital care is 
even less. As stated previously, the health 
status of the children in Groups B and C 
was different from Group D. This ranged 
from some children in Group B, who, al- 
though diagnosed terminal, had time to at- 
tend school, to Group D children who were 
severely ill and died in an average of 8 
days. Therefore, the children in Cioup B 
who were not as severely ill throughout 
their home care experience had the lowest 
daily home care cost and the Group D chil- 
dren who were severely ill had the higher 
costs. Group D children still had lower 
costs than the hospitalized children. 

Table 2 presents cost data in a slightly 
different manner. Cost estimates u^ed in 
Table 2 were the same as those used in 
Table 1, however, in Table 2, the actual 
total cost per patient (not an average aver- 
age) was used in calculating the figures 
shown. Table 2 shows that even though the 
home care group of 46 children (Group B) 
had a mean of39.1 days of final home care, 
the mean total cost of iheir care was $ 1,4 14. 
Tins was still less than the $1,726 mean 
cosi for the children in Group A, whose 
fii.al care lasted only 8 days. Thus, depend- 
ing on the comparison group used, hospital 
care was about 22 per cent to 207 per cent 
more costly than home care. 

If we had been less restrictive in our 
definition of when comfort care only began 
in the hospital, the cost of hospitalization 
would have been greater, In a preliminary 
cost comparison reported elsewhere,* the 
mean length of final hospitalization of 22 
children who died of cancer in the hospital 
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(including those receiving various degrees 
of cancer treatment) was 29.4 days, with a 
mean total hospital cost of $13,022. 

Discussion 

One important issue that must be ad- 
dressed in examining certain cost of the 
comparative costs listed in Table 1 is: were 
the differences because of the presence of 
different populations (i.e., the children in 
the groups are not strictly comparable) or, 
alternatively, were there differences in ap- 
plication policies? That is, what accounted 
for the increased cosl5 for equipment, 
supplies, medications, arid laboratory tests 
in the hospital group? Vttile we cannot 
rule out differences between the groups 
based on medical need, care was taken to 
match these groups as closely as possible. 
Therefore, we believe that the observed 
cost differences result from differences in 
approach to terminal care, not need for 
care. 

The focus of the home care was to make 
dying children as comfortable as possible 
in the last days of their li»'es; not to avail 
them of all of the sophisticated services 
that only a hospital can offer. Medications 
used at home focused on pain control and 
other comfort measures, not disease con- 
trol (e.g., antibiotics were rarely used at 
home). The laboratory test difference is 
significant and not surprising. The utility 
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of diagnostic 1/tboratoiy tests forchildren in 
their final plwse of life should, in ouropii* 
ion, be seriously questioned The results of 
these tests usually have no bearing on the 
child's comfort cire, and appear to be 
routinely ordered, especially in teaching 
hospitals. Few question why a dying 
child's physical demise is closely moni- 
tored, where no action would be called for, 
whatever the results might be. 

Anecdotally we can report a case where a 
ohysician ordered an end to laboratory 
b sts for a dying child in the hospital, only 
t find that his replacement later in the day 
(exercising his own judgment) ordered 
rurthertests. In another case a parent ques- 
tioned the rationale for drawing a blood 
sample when it was apparent that the child 
would be dead before the results came 
back. 

That we believe such laboratory tests are 
an unnecessary cost for sufh children is 
one issue. That they are also uncomfort- 
able for the child is of further concern. This 
attitude toward minimal use of laboratory 
tests for terminal patients is shared by hos- 
pice programs in England and generally 
those in the United States and Canada." 

The data presented indicate that our 
home care model for comfort care in the 
final days of life of a child dyingof cancer is 
clearly lesr rpensive man hospital care. 
When viewed strictly as an alternative to 
hospitalization, home care was, not su .•pris- 
ingly, much less expensive. 



Table 2. Comparison of Estimated Total Cost of Final Care 



Mean duration of 
final care Mays) 
Mean u>ul co*t 



Received Final 
Care in Hospital 

Croup A 
<n - 11) 



80 
1 1.726 



Received Final Care at Home 



Croup B 
(n - 46) 



Croup C 
<n-20) 



CrouO D 
(n - 11) 



39.1 
M.4U 



330 
$1,128 



83 
$561 
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From the comparison groups presented, 
it is clear that the home care services re- 
ceived were not only direct alternatives to 
hospitalization. That is, many of the chil- 
dren were not hospitalized at the time of 
entry find probably would not have spent a 
comparable number of days in the hospital 
had there been no home care available. 
Thus, the costs associated with home care 
for many included additional, or "add-on," 
services that were not alternatives to 
expensive hospitalization. Still, when 
viewed as a package cost, the total cost of 
hcmt care for a mean of 39.1 days was still 
less than the *otal cost of hospital care for a 
mean of 8 da>s. 

This is also how we prefer to view the 
model. Home care does not .necessarily 
begin when the child would otherwise by 
hospitalized. Rather, home care starts 
when the decision to cease active cancer 
treatment, coupled w.th the probability of 
death rn the neax future, is made. That is 
the time when the care should begin, even 
if it is an addition to our present health care 
services. 

The 12 children who were in home care 
but then died in the hospital (or en route to 
it) were not consr 'ered in the cost figures. 
It is not possible to determine how many of 
their day*, at home we -e purely alternatives 
to hospitalization and how many were not. 
However, of those 12 children, six children 
spent 1 day or less in the hospital, thus it 
would appear that, overall, some cost sav- 
ings resulting from home care occurred 
even in the cases where the child did not 
die at home. 



Medical Cake 

We would conclude that home care for 
dying children is feasible and desirable 
from a cost standpoint, although it requires 
some rethinking of current cost reim- 
bursement guidelines. To realize moder- 
ate to substantial savings, third-party 
payors who normally cover hospitalization 
need to be willing to pay for what they 
view as additional services, to save them- 
selves the cost of hospitalization later. 
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Professionally Speaking 

From Research to Reality- 
Home Care for the Dying Child 

A pilot program that provided home nursing core to the dying 
child with cancer helped local health care institutions 
develop their own home care programs. 



Tn 1972 Ida Martinson provided 
A nursing care for a young palicnt 
who was dvln; of leukemia The 
child's family had decided to try to 
keep their son at home until his 
death because he atrongly wanted to 
be with his family. Dr. Martinson 
tupported and counseled the par- 
ents, while they assumed care-giv- 
ing responsibilities and provided 
comfort to tholr child through the 
final stage* of his illness and death. 

This experience encouraged Dr. 
Martinson to continue providing 
home nursing care for children dy- 
ing of cancer. During the period of 
l»72 to 1976 seven more families 
participated in a pilot project that 
provided care at Homo for children 
dying of cancer. Home care services 
were provided by nurses who vol- 
unteered their time, and monetary 
gifts from the families helped defrav 
transportation costs 

On tho basis of data gathered dur- 
ing the pilot project, a research grant 
was written in 1975 to study the 
advantages of a child remaining at 
home as an alternative to hospital- 
ization for the child dying of cancer 
The research grant proposal includ- 
ed !wo phases: the first consisted of 
two y^ars of direct home care scr- 
vices to dying children During this 
time information would be obtained 
before and after the patients death 
from those family members and 

DCAVMOLDOWRN,MSW mrt^nUcm* 
ctate for iht Home Cctr for tho CMJ * *h Cone*, 
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health professionals involved 
These Individuals would also be In- 
terviewsd to assess home care ser- 
vices. During the second phase the 
pint staff would work to help local 
health care institutions (hospitals, 
clinics, and public health agencies) 
develop permanent home care pro- 
grams for children dying of cancer 
These would be located In the com- 
munity and supported by local per- 
sonnel. This phase would be evaki- 
ated to determine whether the com. 
munlty programs were In place and 
functioning 

Hum I-Direct Service 

In 1976 the direct service phase of 
the Home Care for the Child with 
Cancer project began.* The primary 
subjects In the program were mem- 
bers of 63 famili s; In each a child. 
17 years of age or younger, had can- 
cer and was dying from it. The actu- 
al admission criteria to the program 
was the physician's assessment that 
the child probably would not live 
much longer, and that he planned 
no furthei hospitalization for treat- 
ment 

Mrmooc Home care services were 
jdmlnistered from the research pro- 
ject office, and were separate from 
existing community nursing ser- 
vices Tho research project staff 
nurses were responsible for locating 
and hiring nursos In the community 
.•ho would serve as home care 
nurses These Included nurses from 
local public health agencies, hospi. 



tals. and clinics: nurses who were 
neighbors or friends of the family: 
and other nurses In the family's 
community. The primary function of 
the project staff nursos was to orient 
home care nurses with the special 
role they would play in caring for 
the dying child. The project nuf^s 
also consulted with the home care 
nursej and In some Instances pro- 
vided a limited amount of direct 
home care services. In general this 
procedure was followed: 

• The child was referred to the 
project 

• After this, ihe family met with a 
Project nurse to discuss the pro- 
gram 

• Once the child and his family 
agreed to participate, a primary 
home care nurse was hired from 
within their own community. At this 
time a back-up nurse was also as- 
signed to provide services whenever 
the primary nurse was not avail- 
able. 

• Next, whenever potslble. the pri- 
mary nurso met with iho family In 
the hospital before the child was 
discharged. 

• Tho nurse and the parents dis- 
cussed care for the child and talked 
about what to expect as his condi- 
tion progressed and deteriorated in- 
cluding the changes preceding 
death 

• Finally, they spoke about what to 
do when death occurred 

* S * wort * J . ^! N«fc*vil Ctncot ImKuc o»- 
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At principal care-giver*, parent* 
were encouraged to lake over « 
much of their child's caro as they 
wanted The nurse was always 
available to provide teaching, direct 
physical care, and emotional sup* 
port In addition she assessed the 
need for equipment and supplies 
and arranged for securing them She 
was on call 24 hours • day. seven 
days a week, ready to go to the fami- 
ly's home whenever and as often as 
they asked for her 

During the period of care, a refer- 
ring physician was available to the 
nurse and the family, with tho nurse 
performing the Important role of 
intermediary between the family 
and tho physician in obtaining med- 
ications and advice In some in- 
stances the family kept In close con- 
tact with the physician, but in others 
the nurse was the vimary heelm 
care contact and used the physician 
as consultant Some physicians ex- 



died in an ambulance enroute to the 
hospital (M) 

Tnercfore. results indicate that 
home care for children with termi* 
nal cancer which enables these chil- 
dren to die at home Is clearly feasi- 
ble There are no insurmountable 
obstacles Involved. Howaver. to 
work effectively, home care re* 
quires some role changes: parents 
become the primary care-givers 
rather than nurses and physicians; 
physicians must be more flexible In 
their prescription of medications: 
and nurses i-ssume more responsi- 
bility for the direction and eo-ordi* 
nation of home care services. 

Highly important to the success of 
a family's endeavor to keep their 
child at home until he dies is a 
change in the attitudes of all in- 
volved. Parents and health officials 
have to accept that the child is dying 
and understand when his condition 
changes for the worse it does r* 



Parents and health personnel have to accept that when a 
child is dying, it does not ~ ean rushing to the hospital. 



amincd their patients in client 
clinics and some, rarely >mc, 

When the child died, the nurse 
helped family members with physi- 
cal care and provided emotional 
support She facilitated the removal 
of the child's body and arranged for 
a death certificate Afterward she 
attended the child's funeral and vis- 
ited or telephoned the family for 
several weeks, sometimes for sever- 
al months, after the death 

Research data was accumulated 
from interviews with the parents, 
the nurse, the physician, and sib- 
lings, grandparents, or clergy when 
appropriate The child's medical 
history was abstracted, and all ser- 
vices provided the child—including 
home visits, telephone calls, hospital 
visits, md other interactions— were 
documented. 

results. During the first v o years, 
63 children were included in the 
study At the end of those two years, 
three boys and two girls were still 
living Of the 53 children who died. 
46 died at home 1 1 re-entered and 
died in the hospital, and one chtid 
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mean the child should be rushed to 
the hospital 

Pnese Two: Groundwork 

Preliminary groundwork for the 
incorporation of research nursing 
activities into existing community 
health services was laid at the be- 
ginning of the project when two 
advisory committees were estab- 
lished They were* fl) a community 
advisory committee consisting of 
nursing representatives from local 
public health nursing agencies, 
nurse clinical directors, and direc- 
tors of nursing from local hospitals 
and the Minnesota State Depart- 
ment of Health, and {2} a committee 
of nurse clinicians who worked with 
children with cancer at the hospital 
with which we ere affiliated These 
advisory groups met regularly with 
the project staff for the purpose of 
assessing and evaluating the results 
of the study They also consulted 
with the staff, made referrals, and 
provided other invaluable services 
including taking information about 
the research project back to their 



institutions and teaching the staffs of 
those Institutions about the project. 
All the while they strongly sup- 
ported the principles and alms of 
our project. 

Another important prepartHon 
step was educating the medical and 
lay community about home care for 
dying children. For this we pre- 
sented lectures and conducted 
workshops throughout Minnesota, 
expanding to adjoining states and 
then nationally. We ware active on 
committees in the health communi- 
ty. For example, one of the project 
staff served on tha American Can* 
car Society's educational committee 
on childhood cancer, another on a 
hospital home health services advi- 
sory committee, and others on vol- 
unteer committees concerned with 
tha care of families confronting 
death through terminal illness. We 
ptepared written materials and 
nuaae them available to the medical 
commt .ty. Along with general In- 
formation about the research project 
and the results of the project these 
materials offered specific nursing 
card information— knowledge we 
hen gained while providing this 
highly specialized home care during 
the research phase of project. 

Since the pilot phase, parent con- 
sumers had been consulting with us 
on the research project. Some of 
them were members of Candlelight* 
era, which is a nationally organized 
group of parents of children who 
have cancer or have died from can- 
cer.* Their assessment of the cur- 
rent services and research results 
wcro frequently asked for and used. 
These parents often discussed home 
care with other parent members, 
and the project staff arranged for 
volunteers to act as consultants dur- 
ing the direct service phase to help 
u» assess consumer interest In estab- 
lishing permanent home care ser- 
vices. 

Approximately half way through 
the project, our staff began planning 
to incorporate the program of home 
care for dying children into the 
three health care agencies that had 
referred the most children to us We 
met with represents lives from these 
three facilities and explained that 
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the funding f or direct service would 
end soon, but we wanted to encour- 
age and wpport the development of 
permanent home care services for 
dying children within local health 
care agencies. We asked for an op- 
portunity to *how the results of the 
research project to their agency staff 
members, administrative official*, 
•nd boards of directors. Meeting* 
were arranged for us with the three 
agendo*, and similar meetings were 
set up with smaller community 
agendes. 

Throe .\ctuMl Prognms 

By the end of the two years desig- 
nated for the service phase, the 
three local agendes had established 
or were In the process of establish* 
ing permanent home care programs 
that would aid families whose chil- 
dren were dying. The Institutions 
InfJ ided (1) a 700- bed university 
hoc J*:-*! that serves as a cancer 
refeiral center for six states, (2) a 
100-tveci private pediatric hospital 



eter. Bach of the three home c*re 
co-ordlnators at these institutions 
were given the responsibility 0 f lo- 
cating and hiring nurses to work 
with the families Involved. The throe 
specific programs developed werv 

uwvmrnr HO»irAtThis Urge insti- 
tution already offered home health 
services but primarily to odults. Al- 
though the department was small It 
was well supported by the hospital. 
An additional nurse was assigned to 
the home health services staff with 
the intention that she would focus 
on home care for dying children. 
This resulted in a staff team that 
included a pediatric staff nurse, an 
adult staff nurse, and a co-ordina- 
tor—with the pediatric staff nurse 
and the co-ordlnator providing 
direct care services to dying chil- 
dren. 

nuvATi hospital The small private 
hospital did not have a home care 
department before their Involve- 
ment with the research project But 
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that serves primarily local residents, 
and (3) a Urge private clinic that ser- 
vices both local and referred cli- 
ents. 

Each program begun by the three 
institutions followed the policy 
guidelines for the provision of home 
care services for dying children that 
we developed and used h; the re- 
search project. Furthermore, the 
home care program coordinator at 
the two hospitals expanded ho^e 
services beyond the original criteria 
This means that children are admit- 
ted to the home care programs In 
these two hospitals before the acute 
dying phase, at the point In their dis- 
ease when the hospital staff feels 
U\e family needs extra help at home 
to cope with physical and/or emo- 
tional problems. For instance, a two- 
year old child who wfaa receiving 
outpei<cnt cancer treatment needed 
addition*: 1 nutrition. The home care 
nurse showed the family how to 
administer the nutritional supple- 
ment at night using a Brovtac* cath- 
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they were very committed to family, 
oriented care and community ser- 
vice, and anxious to establish a 
home care program. Approximately 
six months before the service phase 
was to end, the hospital board and 
administration organized a home 
care planning committee to be co- 
ordinated by the director of nursing, 
which included nurses who had 
participated in the home care pro- 
ject, representatives from the de- 
partments of nursing, psychology, 
and social work, and parent volun- 
teers. They drafted policy sta*e- 
meats and located the administra- 
tion cf the home care program In the 
department of nursing A home care 
nursing co-ordlnator was hired and 
given responsibility f or developing 
the program She was also responsi- 
ble for discharge flaming *nd r>*- 
tlent education 

ntrvATK clink: This is a large, private 
clinic which serves local clients 
Tmoughout the research project the 



pedlatric-oncology physicians In the 
clinic were supportive 0 f the con* 
cept of children dying at home and 
referred all of their appropriate pa- 
tients to the project The services 
thst the clinic provided prior to the 
research project included consistent 
nurse snd physician clinic coverage 
and 24-hour telephone availability 
of the physician and nurse, from the 
time of diagnosis or referral to the 
clinic until death. The clinic admin- 
istration decided that the nurse who 
had been providing this co-ordi- 
nated care to the clinic families 
would expand her responsibilities to 
include co-ordination of a home 
care ptvgram for dying children. 

Throughout the second phase the 
research project staff provided sup- 
port to the new program co-ordlna- 
tor*. A project staff member was 
available on a 24-hour basis and fre- 
quent telephone contact offered In- 
formation, answered technical 
questions, and helped anticipate po- 
tential problems. Program co-ordJ- 
nators and the project consultant 
met monthly for educational and 
support purposes; medical equip- 
ment was loaned to the new pro- 
grams; and minimal financial sup- 
port was given. Along with this, all 
project written materials were made 
available to the program co-ordlna- 
tors and newly obtained research 
results and knowledge shared. 

While working with these three 
agendes, the project research staff 
continued to maintain contact with 
and encourage the development 0 f 
home care In community public 
health nursing agendes. Most of 
these agendes did not provide home 
care for dying children before the 
research project was activated, and 
had to make policy changes along 
the project's guidelines—for in- 
stance provision of 24-hour cover- 
age, 

Rotulta 

At the end of the second year of 
operation of the direct service phase 
five children who initially had been 
referred to the project were still 
allv9 Two children were c\<™» to 
death, out the other three were sta- 
ble. One child who was very ill was 
referred to the local institution his 
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Continued from page 162 

family's physician was affiliated 
with, since that institution had by 
that time established a home care 
program. A second child had been 
receiving home care services from a 
public health nurse with co-ordina- 
tion from the project staff, and these 
public health r*irsing services were 
continued. The famines of the other 
three children who were stable 
ware given information on the home 
care programs recently established 
within their communities, so they 
could obtain necessary assistance in 
the future. 

During the phase when programs 
were being developed in local 
health care agencies— the third year 
of the * n children were 

cared fjr by the home care pro- 
grams at thete three local institu- 
tion*. All the children were 17 year* 
of age or younger, We could not 
evaluate the result* of one case 
because the family did not comply 
with interview procedure after the 
death of the child. At the end of the 
first year, nine boys and four girls 
had died, of these 13 children, ten 
died at home and three died In the 
hospital. The child wno was cared 
for by the public health nurse died 
at home. The large, referral hospital 
program cared for 13 children; of 
these five died at home and three 
died in the hospital; five are still liv* 
ing The small, private hospital pro- 
gram cared for two children, one 
died at home and the other is still 
living The private clinic cared for 
four children, three died at home 
and one is still living 

Funding 

One of the major concerns about 
incorporating research activities 
into local health care services ha* 
been whether private insurance 
companies and government funding 
sources would pay for these special- 
ized home care services All of the 
nurses who provided home care a* 
part of one of the three programs 
were paid They were paid in a vari* 
ety of ways Five of the nurses were 
paid by their public health agency, 
the agencies utilized community 
funds to absorb the cost Four of the 
nurses were paid by the family's 
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Insurance company The insurance 
policies used have covered 80 per* 
cent of the costs and the family or 
the Institution providing the home 
care covered the remaining 20 per- 
cent County funds in the form of 
medical assistance paid for two. 
One nurse was paid by the research 
nJ and another was given a gift 
the ismily. 

The Factor* of Succem 

This research design has led to 
successful incorporation of home 
care services in three institutions in 
our community, as well as accep- 
tance of home care for dying chll* 
dren in communities outside our 
local area We feel the important 
factors that contributed to the pro- 
gram's success were: 

(11 The incorporation phase was 
part of the research design. There* 
fore funding was included for activ* 
ltles to develop programs in local 
health care agencies. 

(2) Health professional* in the 
community were Involved with the 
project from the beginning These 
professionals were kept up-to-date 
on the development of the project 
and served as consultants through* 
out the project. 

(3) Lecture*, workshops, meetings 
and personal communication be- 
tween the project staff and health 
professionals in local, state, and na* 
tional agencies helped teach the 
health community about home caro 
delivery an' the progress of this 
project. A Hospital, physician, or 
nurse can no longer say "that cen't 
be done" because these health-pro- 
viders have learned that home care 
for dying children Is feasible. 

(4) This project used lay consum- 
ers. Parent* or the children who 
were dying became involved in the 
project during bet' service and 
institutionalization , .uses, as parent 
consultants and as advocates for 
home care in the community In a 
personal way and as members of 
Candlclightcrs, these parent* sup- 
ported the project and spoke out for 
the concept of children dying at 
home Also, as consumer* they re- 
quested the services offered by the 
project and insisted these be made 
available to them 

(5) Our Home Caro for the Child 



with Cancer project began In the 
right place at the right time. When 
our program began the community 
was snowing increasing Interest in 
the problems of death and dying, 
with consumers nuking more de- 
mands cn their health care system. 
For Instance. Minnesota was the 
first state to make a law that the 
Patient's Bill of Rights must be 
posted In every hospital. 

Moreover the project's Intensive 
educational efforts served to per- 
suade those who were skeptical or 
opposed to the program that chil- 
dren could be cared for at home 
until they died. At the point when 
the direct services offered by the 
research project ended and it was 
suggested that the community now 
provide such services, health care 
agencies had already accepted the 
concept as their own and assumed 
they would begin to provide the ser- 
vice. 

We have two final suggestions in 
the area of education that will help 
the future transfer of functions from 
research projects to health care in- 
stitutions. The first la the provision 
of more direct education during the 
service phase, for example, between 
the primary nurses, the community 
agencies, and project staff, in our 
project much of the primary nurses 
education was provided over the 
telephone— this occurred because 
of distance problems. However, 
moro face -to- face communication 
would have contributed to making 
community professionals more 
knowledgeable and probably lead 
to an earlier and greater acceptance 
of homo care. The second area 
where further education about chil- 
dren dying at home should be pro- 
vided Is in schools of nursing. Surely 
this and similar program* will bene* 
fit greatly from the knowledgeable 
support of the young women and 
men who are entering our profes- 
sion of nursing 
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The Chairman. With that, we will recess this hearing until fur- 
ther notice and we will see what we can do in this particular Con- 
gress to resolve these difficulties. 

[Whereupon, at 12:34 p.m., the committee was adjourned.] 
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